Carers' Health & Well-being Checks Service Evaluation Study by Donnellan, H et al.
 1 
 
 
 
 
University of Plymouth 
 
Carers’ Health & 
Well-Being 
Checks -  
Service 
Evaluation 
Study                  
 
Final Report, August 2011 
 
 
Helen Donnellan, Ruth Endacott & Kate Grimes 
 
 
 2 
 
 
 3 
 
ACKNOWLEGEMENTS 
 
Our grateful thanks must go first of all to all the participants who completed 
questionnaires, interviews or took part in focus groups.  Their honesty, openness 
and willingness to give of their time and to share their experiences has afforded the 
research team an opportunity to present what we hope is a vivid and arresting 
picture of what it is like to be a carer and of the aspirations of those who provide 
services to increase and improve the support that is available.  It has been a 
privilege to be offered such insight into the ‘business of caring’. 
 
 
We should like to thank all the members of our Carers’ Participation Group, the 
Hikmat Research Reference Group and the young carers’ consultation groups who 
attended meetings and provided comment and feedback on the paperwork and 
processes. 
 
We should also like to thank Nicole Stephen who helped with so much of the data 
input for the young carers’ project and Dr. Stephen Wallace for his guidance and 
advice on statistical analysis. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 4 
 
 
 
 5 
 
CONTENTS 
 
 
1.0 BACKGROUND 
1.1 Programme rationale …………………………………………………………. 7 
1.2 Programme aims ………………………………………………………………. 7 
1.3 Programme delivery …………………………………………………………… 8 
1.4 Programme protocol ………………………………………………………….. 9 
 
2.0 STUDY DESIGN 
2.1 Study aims ……………………………………………………………………… 10 
2.2 Carer involvement …………………………………………………………….. 10 
2.3 Methods ………………………………………………………………………… 11 
2.4 Ethical considerations and approvals ……………………………….…… 11 
 2.4.1 Ethics Committee Approvals …………………………………….…. 12 
 2.4.2 Confidentiality ………………………………………………………… 12 
2.5 Recruitment & participants ………………………………………………… 12 
 2.5.1 Adult carers …………………………………………………………… 12 
 2.5.2 BME carers ……………………………………………………………. 12 
 2.5.3 Young carers ………………………………………………….………. 13 
 2.5.4 Delivery teams …………………………………………..…….……… 13 
 
3.0 DATA COLLECTION & INSTRUMENTS 
3.1 Adult Carers ……………………………………………………………………. 15 
 3.1.1 Initial background survey …………………………………………… 15 
 3.1.2 Satisfaction Survey (T1) – First Check …………………………… 15 
 3.1.3 Satisfaction Survey (T2) – Follow-up Check ……………………. 16 
3.2 BME Carers - Focus Groups …………………………………………….…. 16 
3.3 Young Carers – Activity Days ………………………………………….….. 16 
3.4 Provider Perspectives ………………………………………………………. 17 
  
4.0 FINDINGS 
4.1 Responses from Providers: Processes & Outcomes …..…….…. ……. 18 
 4.1.1 Personnel and processes ………………………………………..…. 18 
 4.1.2 Reported outcomes ………………………………………………..… 20 
4.2 Carers’ Background Questionnaire …………………………………….… 21 
 4.2.1  General carer characteristics ………………………………….…... 21 
4.2.2 Care recipient characteristics ………………………………….….. 23 
4.2.3 Perceptions of health & well-being …………………………….…. 23 
4.2.4 Stresses and strains (GHQ & CSI) ………………………………… 25 
4.3 Initial Check Satisfaction Survey …………………………………………. 30 
 4.3.1 General carer characteristics ………………………………………. 30 
 4.3.2 Caring roles and tasks …………………………………………….… 30 
 4.3.3 Services and supports …………………………………………….… 32 
 4.3.4 Check processes and the ‘self-care’ booklet …………………… 33 
 4.3.5 Outcomes, personal plans and goals………………………….….. 36 
 4.3.6 Benefits and overall satisfaction ……………………………….…. 38 
 
 
 6 
 
 
 
 
 
 
4.4 Follow-Up Check Satisfaction Survey …………………………….……… 43 
 4.4.1 Changes in caring tasks and roles ……………………………….. 44 
4.4.2 New service take-up …………………………………………………. 44 
 4.4.3 Review of self-care booklet, outcomes and goals ……………… 45 
 4.4.4 Stresses and strains (GHQ) …………………………………………. 46 
 4.4.5 Benefits and overall satisfaction …………………………………… 48 
4.5 Delivery staff – Interviews …………………………………………………… 52 
4.6 BME Carers’ Project .………………………………………………………… 57 
4.6.1 Provider processes and outcomes ……………..………………… 57 
4.6.2 Carers’ background questionnaire ………………………………… 59 
4.6.3 Care recipient characteristics ………………………………………. 60 
4.6.4 The focus groups……………………………………………………… 61 
4.7 Young Carers’ Activity Days ………………………………………………. 68 
4.7.1 Framework for the events …………………………………………… 68 
4.7.2 General characteristics of young carers …………………………. 69 
4.7.3 The Positive & Negative Outcomes Questionnaire …………….. 70 
4.7.4 The activity day entry & exit cards ………………………………… 72 
 
5.0 CONCLUSIONS AND RECOMMENDATIONS 
5.1 BME Carers ……………………………………………………………………..  77 
5.2 Young Carers ………………………………………………………………….. 78 
5.3 Adult Carers …………………………………………………………………… 79 
 
6.0 LIMITATIONS          
6.1 Assumptions …………………………………………………………………. 83 
6.2 Limitations ……………………………………………………………………. 83 
6.3 Mitigation ……………………………………………………………………… 83 
 
7.0 REFERENCES …………………………………………………………….. 84 
 
8.0 APPENDICES  
Appendix A NHS Devon Check Description ……………………………. 86 
Appendix B Statistical Significance Tests ……………………………… 88 
  
 
 
 
 
 
 
 
 
 
 
 
 7 
 
 
1.0 PROGRAMME BACKGROUND  
 
1.1 Rationale for the Programme 
The Carers Strategy Demonstrator Sites (CSDS) project is a Department of Health 
initiative to explore ways of providing new approaches to offering support to informal, 
family carers through three types of intervention: 
 
 Health and well-being checks for carers 
 Innovations in approaches to breaks and respite for carers 
 Enhanced NHS support for carers. 
 
Plans for the demonstrator site projects were set out in the National Carers’ Strategy 
Carers at the Heart of 21st Century Families and Communities (DH, 2008).  In 
addition Putting People First (DH, 2007), the Independent Living Strategy (ODI, 
2008) and The Case for Change (DH, 2008a) all emphasise a commitment to 
making the move towards a single community-based support system focussing on 
the health and well-being of the local population.  The Carers Strategy is an integral 
part of this wider government agenda, setting out its vision that by 2018, carers will 
be universally recognised and valued as expert care partners and will have access 
to: 
 integrated and personalised services to support them in their caring role 
 a life of their own alongside their caring role 
 support to stay mentally and physically well 
 services in which they are treated with recognition, dignity and respect 
 
In 2009, as one of 25 successful bidding teams in England, a partnership between 
NHS Devon (formerly Devon Primary Care Trust) and Devon County Council, was 
awarded funding as part of the CSDS initiative to design, develop and deliver 3000 
new health & well-being (H&WB) checks  to carers in Devon over a two-year period, 
commencing in October 2009. 
 
The CSDS protocol included the requirement for evaluation of all projects at both a 
local and national level.  The national evaluation (NET) was commissioned by 
Department of Health from the Centre for International Research on Care, Labour 
and Inequalities (CIRCLE) at the University of Leeds and their report on the impact 
and effectiveness of all three types of interventions is expected in September 2011. 
 
A local evaluation of the programme of health checks in Devon, to explore carers’ 
experiences and perceptions of processes and outcomes, has been undertaken by 
the University of Plymouth with an interim report delivered in September 2010 and a 
final report in August 2011.   
 
 
1.2 Programme Aims 
The programme of H&WB checks in Devon aimed to maximise the physical and 
mental health and well-being of carers by: 
 increasing the identification of carers; 
 providing carers with a structured consultation in which to consider their own 
health and broader well-being; 
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 increasing recognition and support for carers in GP practices; 
 offering choices which improve carers’ control; 
 facilitating links to preventive or early intervention services through membership 
of third sector organisations, e.g. Devon Carers’ Link 
 promoting links to carers’ assessment through complex care teams, mental 
health and learning disability teams 
 narrowing inequalities by focussing on areas of geographic and social isolation 
and disadvantage. 
 
For further detail about the structure of the Devon Programme please see the Devon 
Final Report 2009-2011 (July 2011) at 
http://www.devon.gov.uk/index/socialcarehealth/carers/dc-strategy-related-info.htm 
 
1.3 Programme Delivery 
Four work streams were established as follows: 
 
 adult carers aged 18 years and over;  
 working carers 
 black and minority ethnic group (BME) carers;  
 young carers 11 – 18 years. 
 
Delivery arrangements for each of these work streams are set out below. 
 
Adult Carers including Working Carers  
H&WB checks were delivered to adult carers, aged 18 years and over, through a 
number of provider type choices: 
 Participating GP Practices (x351) delivering checks through a range of health 
professionals including practice nurses, assistant practitioners, health care 
assistants as well as reception and advice & support workers2.  There was a 
staged programme of recruitment in which GP practices joined the programme in 
four phases with an average participation time of 12 months as follows: 
 
Phase Joining Date Providers 
Phase 1 October 2009 12 
Phase 2 January 2010 4 
Phase 3 May 2010 6 
Phase 4 June 2010 11 
 
 Participating Pharmacies (x5) delivering checks through a combination of 
pharmacy assistants/dispensers. 
 A Complex Care Team drawing on a range of health professionals. 
 Alternative Clinics, set up initially to target working carers, were held in venues 
other than GP practices and during the course of the programme were made 
available to a wider range of carers through two providers: 
                                            
1
 The Devon programme report refers to 33 practices.  Two participating practices had surgeries on 
two sites each of which reported separately in the evaluation making a total of 35 practices in this 
report. 
2
 Descriptors used by delivery staff responding to the post check summary form.    
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o St. John Ambulance Nurse delivering workplace and community-based 
checks at clinic appointments arranged in libraries, community hospitals, 
memory cafes and a parent carer conference. 
o Peripatetic Nurse delivering workplace and community-based checks as 
above but also meeting the demand to deliver H&WB checks to carers 
living in areas where no GP practices were participating in the programme. 
 
It should be noted that these alternative clinics were more developed and active in 
the final two quarters of the programme delivery.  In addition, because sometimes 
they took place almost as an adjunct to a planned activity as in the parent carer 
conference or memory café, the range of carers receiving a H&WB check in these 
locations is more limited than that found in the general programme population.  
 
BME Carers & Centre-based Checks 
BME carers registered with participating GP practices were eligible to receive a 
H&WB check at their GP practice.  In addition, Hikmat Outreach Service (Hikmat) & 
St. John Ambulance Nurse worked in partnership to deliver checks in community 
resource centres to BME carers drawing on existing Hikmat project support workers3 
to identify, prepare and support carers, mainly from Asian and Chinese backgrounds 
to undertake a H&WB check.  Hikmat was active in Exeter and North Devon with 
checks delivered exclusively by the St. John Ambulance nurse in community centres. 
 
Young Carers 
Checks in GP practices and pharmacies were not available for young people under 
the age of 18 years.  Two ‘Health & Well-being Activity Days’ designed in 
collaboration with young carers and support workers, took place in Exeter and 
Newton Abbot, supported and delivered by Devon Young Carers’ Consortium and 
Young Devon, for young carers identified via their existing project networks. 
 
 
1.4 Programme Protocol 
A key design innovation for the H&WB check was its foundation on a self-help model 
which encouraged carers to express their own issues and concerns so that those 
delivering each check could work with them, during an hour long consultation, to plan 
how to overcome barriers to the steps they decided to take to protect their health.   
 
For adults, in advance of the H&WB check appointment, each carer was provided 
with a preparation booklet, ‘How to get the most out of your health & well-being 
check’ designed specifically to help identify the areas on which the carer would like 
the check itself to focus.  (Appendix A; DCC/PCT, 2009).  In addition, for adult 
carers, the Devon H&WB check protocol was specifically arranged to include a 
statutory Carer Assessment and a Vascular Risk Assessment for those aged 40 – 74 
years. 
 
 
 
 
                                            
3
 These roles were originally commissioned through the Community Mentoring project of the Devon 
POPPS programme.  Details available at http://www.dwp.gov.uk/docs/devon-findings-community-
mentoring.pdf 
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2.0 STUDY DESIGN & METHODS 
 
For the purposes of this report a ‘carer’ is defined as someone of any age who 
provides unpaid support to family or friends who could not manage without this help. 
This could mean caring for a relative, partner or friend who is ill, frail, disabled or has 
mental health or substance misuse problems (Princess Royal Trust, 2010) 
 
In order to maintain rigour and clarity in relation to boundaries and responsibilities, 
the local evaluation team was not involved in either the management of the 
programme or the design and delivery of the check itself.  Evaluation representatives 
were however in attendance at a range of steering group, development and training 
events to strengthen their own understanding of the context and background to the 
management of the programme.   
 
 
2.1 Study aims 
The local evaluation study has focused specifically on the individual experiences of 
carers and their perceptions of the effectiveness of the H&WB check programme in 
supporting and improving their health and well-being.  It aims to build some of the 
evidence for ‘what works’ in identifying and supporting adult and young carers in 
Devon to maintain their own health, psychological and social functioning alongside 
their caring role.  Data collection phases were designed to address the following 
aspects of programme implementation: 
 
(i) Assessment of carers’ initial health status and their caring roles and tasks 
(ii) Exploration of carers’ expectations and experiences of undertaking a H&WB 
check in a variety of settings; 
(iii) Carers’ perceptions and satisfaction with H&WB check processes and 
outcomes; 
(iv) Changes in carer satisfaction and maturing perceptions of a H&WBC service 
from 12-month follow-up checks; 
(v) Providers’ experiences of delivery and perceptions of the processes and 
outcomes of a H&WB check. 
 
Evaluation outcomes should also benefit the cared for person and provide key local 
and national stakeholders with evidence to enhance the effective targeting of health 
treatments and signposting to and take up of a wide range of non-clinical support 
services (Buckner & Yeandle, 2007) 
 
 
2.2 Carer involvement 
Drawing on established best practice guidance (Roulstone, 2006), the study design 
included arrangements for direct carer contributions to the design, tools and piloting 
through two groups: 
 Carers’ Participation Group, comprising 8 members drawn from participating GP 
practices and carer’s support groups across Devon.   
 A Research Reference Group comprising project and support workers from 
Hikmat working with BME carers. 
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A specific budget was allocated for remuneration for attendance at meetings 
including the focus group sessions as well as travel, carer costs and expenses. 
(Cooley, 2006).  Each group met on five occasions with interim contacts by 
telephone and e-mail. 
 
 
2.3 Methods 
Drawing on recent prior experience of the team in the evaluation of a smaller pilot 
study in five GP practices in Devon (Donnellan, 2009), the study used a mixed 
methods approach to obtain both quantitative and qualitative data.  Consideration 
from a number of perspectives provided the opportunity to compare and contrast the 
findings and to corroborate and enhance their validity.     
 
All adult carer participants were invited to complete: (1) an initial postal survey 
gathering background information which was followed up for those identifying 
themselves to the evaluation team by (2) a more in-depth satisfaction survey using a 
semi-structured questionnaire incorporating both closed and open questions as 
prompts for participants to express their own views, opinions and perceptions.   A 
second satisfaction survey (3), focussing on changes in status, health, well-being 
and assessments of satisfaction was conducted with those identifying themselves 
who received a second, follow-up H&WB check, one year after their first 
appointment.  It should be noted that eligibility for this second follow-up check was 
limited to the small number of carers who were seen for their first check in the first 
two quarters of the programme delivery between October 2009 and March 2010). 
 
Following clear guidance from the Hikmat Research Reference Group, paper 
questionnaires were considered inappropriate to gather the more in-depth 
information requested in the satisfaction surveys for those for whom English is not a 
first language and BME participants identified via Hikmat were invited to take part in 
one of five focus groups at which interpreters were present and where participants 
were supported by familiar project workers if they so wished.   
 
Young carers completed semi-structured questionnaires with support from familiar 
project team leaders where this was required or requested. 
 
Quantitative data was analysed using the Statistical Package for Social Sciences 
and qualitative data arising from comments and opinions gathered from surveys, 
focus groups and interviews has been analysed thematically to identify key issues 
and concerns.  Categories and sub-categories were identified and coded manually in 
a deductive process combining themes and ideas which emerged from analysis of 
the quantitative data.  Categories were sorted, compared and refined as data sets 
were built up.  Emerging trends and themes have been extracted to inform the 
findings in this report. 
 
 
2.4 Ethical considerations 
Programme delivery arrangements were necessarily separated to meet the different 
needs of adult and young carers.  Accordingly, ethical approvals were sought in two 
stages. 
 
 12 
 
2.4.1 Ethics committee approvals 
In line with NHS research regulation, the proposal for the study of checks for adult 
carers (aged 18 years and over) was reviewed and approved by the Plymouth and 
Cornwall NHS Research Ethics Committee (NHS REC)and NHS Devon Trust 
Research. 
 
As access to the young carers was outside of the NHS, the evaluation of the young 
carers programme was reviewed and approved by the University of Plymouth, 
Faculty of Health Research Ethics Committee  
 
In addition, up-to-date Criminal Records Bureau checks were in place for all those 
working directly on the study in direct contact with or having access to information 
about carers and other service users.   
 
2.4.2 Confidentiality 
No personal, identifying details were included in any of the survey instruments used 
in the evaluation study.  However, it was a specific requirement of the NHS REC 
ethical approval that the General Health Questionnaire (GHQ28) alone should carry 
a unique identification number through which the research team would be able to 
alert the health professional who delivered a check where the carer responses 
resulted in an unacceptably high score.  This enabled renewed contact by the 
provider (not the evaluation team) to make a mutually acceptable agreement about 
the best next steps to protect the carer’s health and well-being. 
 
 
2.5 Recruitment and participants 
Participants for the study were identified in four categories as follows: 
 
2.5.1. Adult carers 
All those carers aged 18 years and over receiving a H&WB check at any provider 
site were invited to join the research study through an individual invitation pack 
handed to them by the provider at the end of their check containing an individual 
letter of invitation, a research information sheet, initial questionnaires and ‘freepost’ 
return envelope.  A separate reply slip and ‘freepost’ return envelope was also 
included for those carers willing to take part in a further satisfaction survey to provide 
their contact details to the evaluation team.   
  
2.5.2 BME carers 
Hikmat Outreach Service project support workers, already working with communities 
in centres in Exeter and Barnstaple were used to identify potential carers from BME 
groups and to prepare and support those willing to do so to take part in the H&WB 
check and the evaluation study.   
 
The Hikmat project support workers formed a Research Reference Group facilitated 
by the university researcher, which met on five occasions to ensure that resources 
were available to facilitate participation in the evaluation by all carers wishing to do 
so.  Processes were agreed to make documents available in formats and languages 
that were appropriate for each user group.   
 
Following attendance at a H&WB check, all BME carers were invited with the support 
of their Hikmat project workers where necessary, to complete an initial background 
 13 
 
questionnaire (See Section 3.1.1) and to take part in a focus group to provide 
feedback on their individual experiences and perceptions of the H&WB check 
process and outcomes.  Project support workers also attended the evaluation focus 
groups as and when necessary either to support individual participants or to act as 
interpreters. 
 
2.5.3 Young carers 
Young carers were identified through six Young Carers’ Projects commissioned in 
Devon.  Their participation was facilitated and supported throughout the H&WB 
check evaluation by team leaders already known to them from their membership of 
these projects. 
 
Prior to the first event held in October 2010, young carers were invited to attend a 
consultation meeting in North Devon in order to plan a health & well-being check 
appropriate for their needs.  Six young people attended and developed a programme 
for a ‘health and well-being activity day’.  This included six activity zones for the 
areas most important to them on which they needed more information, guidance, 
advice or support, in order to better manage their caring roles.  The young carers’ 
consultation group gave advice about wording and presentation of the research 
documentation which was adapted wherever possible in line with their 
recommendations.   
 
The second event in March 2011 took place at a young people’s centre in the south 
of the county.  ‘Young Devon’ was commissioned to deliver the day and following a 
consultation which they carried out in partnership with ‘Young People of Devon’, the 
content of each of the activity zones was varied to improve their appeal to young 
carers 
 
At both events, all young carers in their locality project groups had the opportunity to 
visit each of the six activity zones, in rotation, during the day.  Zone activities were of 
approximately 45-minutes duration each focussing on the key issues identified by 
young carers as follows: 
 
1.  Healthy lifestyle, fitness and food 
2.  Dealing with bullying and improving self-esteem 
3.  Relaxation and controlling stress 
4.  Diagnoses, medications & information 
5.  Leisure activities & accessing funding 
6.  Addictions: drugs, alcohol, smoking & caffeine 
 
In addition, two GPs were available throughout each event for individual 
appointments and consultations, either pre-booked or arranged during the course of 
the day. 
 
2.5.4  Delivery teams 
All provider sites4 were invited to take part in the evaluation study by completing 
monthly site activity reports relating to their specific site and returned either 
electronically or by post to the evaluation team, detailing cumulative numerical totals 
                                            
4
 Provider sites (See Section 1.3) comprised: Participating GP Practices x35; Participating 
pharmacies x5; St. John Ambulance Nurse; Peripatetic Nurse; A Complex Care Team. 
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for types of carers to whom a check had been delivered as well as a post-check 
summary form detailing duration and outcomes of each H&WB check from the 
provider perspective.  No personal information was included.  
 
A purposive sample of 12 sites, based on type, size, location and overall increase in 
carers’ register was identified at the end of the programme and front line staff directly 
involved in the delivery of the H&WB check at these sites who identified themselves 
were invited to take part in a face-to-face interview in March/April 2011. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 15 
 
3.0 DATA COLLECTION & INSTRUMENTS 
 
Data collection for the local evaluation study commenced in late January 2010. 
 
3.1. Adult Carers 
Data collections took place over 15 months from January 2010 to March 2011.  It 
should be noted that in order to meet the requirements of the NET for the distribution 
of 500 national evaluation packs to carers in Devon, local data collection was 
temporarily suspended for 6 weeks from mid-September to end of October 2010. 
 
3.1.1 Initial background survey 
The research pack invited carers to take part in an initial postal survey with 
anonymous responses returned direct to the evaluation team, using the following 
instruments:    
 Background questionnaire - a locally designed 24-item survey constructed to 
gather primarily quantitative data concerning carer and cared for demographics 
and current health status at the point of entry to a H&WB check.  The questions 
were agreed following scrutiny and trialling by the Carer Participation Group. 
 Modified Carer Strain Index (CSI) - a 13-item tool designed to identify potential 
concerns related to care provision in a number of major domains including 
employment, finance, time, physical effort and social constraint (Sullivan, 2007).   
 General Health Questionnaire (GHS28) – a 28-item, validated instrument 
divided into four domains:  Physical difficulties; anxiety/insomnia; social 
functioning; and mental health (Goldberg, 1978).  Inclusion of both the CSI and 
GHQ28 built on experience gained in a similar evaluation of a smaller pilot project 
in 2009 (Donnellan, 2009). 
 
Packs Distributed Responses Received Response Rate 
24275 723 30% 
 
  
3.1.2 Satisfaction survey (T1) – First check 
The satisfaction survey, completed by a self-identified sub-set of those undertaking 
the initial background questionnaire above, was a locally-devised 26-item 
questionnaire developed and trialled by the Carer Participation Group, designed to 
gather an understanding of caring situations alongside carers’ perceptions and 
satisfaction with H&WB check processes and outcomes. 
 
It should be noted that as a more appropriate alternative to this further paper-based 
survey, and in partnership with Hikmat support workers, BME carers were offered 
the opportunity to take part in a focus group – See Section 3.2 
 
Questionnaires Distributed Responses Received Response Rate 
508 402 79% 
 
 
 
                                            
5
 From the project total of 3031 checks, this total excludes 104 young carers and 500 adult carers who 
took part in the National Evaluation. 
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3.1.3 Satisfaction Survey (T2) – Follow-up Check 
The satisfaction survey for those returning after 12 months to attend a follow-up 
check focussed on changes in situation, caring tasks, health status and maturing 
perceptions of the H&WB check processes and outcomes using two instruments as 
follows: 
 A locally-designed 23-item questionnaire handed to all those undertaking a 
second, 12-month follow-up check with anonymous responses returned direct to 
the evaluation team.  The questionnaire was designed in close consultation and 
with active input and trialling from the Carers’ Participation Group.   
 GHQ28 (as in 3.1.1 above) for comparison with T1 participants to measure 
changes in the four domains: physical difficulties; anxiety/insomnia; social 
functioning; and mental health. 
 
Packs Distributed Responses Received Response Rate 
105 53 51% 
 
 
3.2 BME Carers - Focus Groups 
A topic guide for the focus group meetings was prepared in partnership with the 
Research Reference Group to gather information and perceptions of satisfaction with 
services received by BME carers.  Five focus groups took place at convenience 
intervals throughout the programme delivery as follows:  
 
Focus Group Date Location 
Number of 
Participants 
July 2010 Exeter 8 
November 2010 North Devon 6 
December 2010 Exeter 6 
February 2011 North Devon 2 
March 2011 Exeter 4 
 
 
3.3 Young Carers’ Activity Days 
Two instruments were used with young carers as follows: 
 The Caring Activities and Outcomes for Children & Young People (PANOC) 
questionnaire, which is an externally-validated 20-item self-report tool to assess 
the positive and negative impacts on young people of their caring roles and tasks 
(Joseph et al, 2009) 
 Entry cards & Exit feedback forms (Zones 1 – 6) 
As part of the Health & Well-being Activity Days, young carers were invited to 
complete an assessment of their expectations and knowledge both before and 
after taking part in each activity zone by completing locally-generated entry/exit 
cards (Zones 1 – 6).  These were produced in duplicate so that each young carer 
could retain a copy in an individual health check record folder provided as part of 
the event.  Participation in the two events was as follows: 
 
Event Date Venue Participants 
October 2010 Exeter 57 
March 2010 Newton Abbot 47 
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3.4 Provider Perspectives 
All provider sites were invited to complete and return either electronically or by post 
locally-designed forms to gather delivery information.  It is important to note that no 
personal information (names, addresses, date of birth, postcode) was included.  
Data collection from delivery sites utilised the following instruments: 
 Monthly monitoring forms – detailing cumulative numerical totals for types of 
carers to whom H&WB checks had been delivered.   
 Post-check summary forms – indicating check duration and itemising outcomes 
(check and follow-up) from the provider perspective. 
 Delivery staff interviews – a semi-structured questionnaire undertaken, face-to-
face in a purposive sample of provider settings at the end of the project in 
March/April 2011 to gather information and perceptions of the programme and 
issues for staff in its management and implementation. 
  
Provider instruments 
Total 
Sites 
Sites 
Responding 
Response 
Rate 
Monthly monitoring forms  42 30 71% 
Post-check summary forms 42 36 86% 
Delivery staff interviews - purposive sample 15 12 80% 
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4.0 FINDINGS 
 
Themes extracted from the questionnaire, interview and focus group data have been 
gathered together under seven broad headings and are reported in this ‘findings’ 
section.  Their implications for providers, practice and further action are considered 
in more detail in the subsequent section headed ‘conclusions and recommendations’ 
which also draws on some of the earlier material from the Interim Report for the 
Project Implementation and Sustainability Team in September 2010. 
 
Findings from the data collections are reported below under headings in the following 
sequence: 
 
4.1 Responses from Providers:  Processes and Outcomes 
4.2 Carers’ Background Questionnaire 
4.3 Initial Check Satisfaction Survey (T1) 
4.4 Follow-up Check Satisfaction Survey (T2) 
4.5 Delivery Staff Interviews 
4.6 BME Focus Groups 
4.7 Young Carers Activity Days 
  
 
4.1 Responses from Providers: Processes & Outcomes 
All carers receiving a H&WB check were invited to take part in the evaluation study 
and recruitment to the study from the range of providers participating in the 
programme is set out in Table 1. 
 
Table 1: Evaluation responses & provider types 
Provider Type 
No of 
checks 
% of 
total 
GP Practice  607 84% 
Pharmacy  47 7% 
Hikmat / St. John Ambulance  25 4% 
Alternative Clinics 
Peripatetic Nurse 26 4% 
St. John Ambulance 16 2% 
Complex Care Team North Devon  1 - 
Total  723 100% 
 
It should be noted that in some locations carers had only one provider available for 
their H&WB check.  The data in Table 1 cannot therefore be taken as an indicator of 
carer choice or preference. 
 
 4.1.1 Personnel and processes 
Analysis of the post-check summary forms (See Section 3.4) requested from 
providers has been used to describe the personnel and processes involved in check 
delivery.  A large number (1737) of post-check summary forms, representing 62% of 
the programme population, were returned to the evaluation team by 36 out of 42 
participating providers 
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Staff delivering checks 
H&WB checks were carried out by providers using different combinations of staff 
drawn from a range of backgrounds.    All staff were required to attend mandatory 
pre-delivery training including check format and processes; five key health 
messages; managing a consultation.  In some cases, in addition to practice nurses 
and health care assistants (HCAs), dispensers, advice & support workers and staff 
employed in dual roles, for example HCA and  receptionist were involved in delivery 
with hand-over to suitably qualified staff for all clinical aspect.   One GP practice sub-
contracted a third sector organisation that employed an Advice & Support Worker to 
complete the checks in carers’ homes.  Proportions of checks delivered by different 
types of health care staff reported by providers are shown in Table 2 below. 
.   
Table 2: Proportion of checks delivered by different professional types 
 
 
 
 
 
 
 
 
 
 
Access to replacement care and interpreters 
Providers reported that in 94% of cases no additional support, for example transport 
or sitting services, to attend the H&WB check was needed by the carer although an 
interpreter was required in a small number (1%) of cases.   
 
Vascular check component 
Practices responding to the post-check summary form reported that a vascular check 
was included in 39% of initial checks. 
 
Duration of check 
The programme protocol provided for a check of 60 minutes duration.  Checks varied 
from 20 – 120 minutes.  The average duration of a H&WB check reported by delivery 
staff was 65 minutes but there were peaks at 70 minutes and 80 minutes with 10% of 
checks taking 90 minutes or more.  There was no clear link between check duration 
and professional ‘type’.  For example, only 25% of checks delivered within the 
protocol target time of 55-65 minutes were delivered by qualified nurses compared to 
41% delivered by HCAs.  Conversely, over half (55%) of checks lasting 90 minutes 
or more were delivered by HCAs compared to only 29% delivered by nurses.  
 
Overall consultation time reduced over successive quarters but it should be noted 
that over a third (35%) of checks taking 90 minutes or more were delivered in the last 
quarter suggesting perhaps that more complex cases were coming forward as 
providers extended their searches for ‘new’ hitherto unidentified carers. 
 
Registrations 
Nearly three-quarters (72%) of carers were able to confirm that they were registered 
as a carer with their GP practice.  Over half were able to provide a date of 
registration and just 19% said they had registered pre-2009, before the start of the 
Professional type 
 
% of Checks Delivered 
Health care assistant (HCA) 60% 
Nurse 24% 
Assistant Practitioner 4% 
Advice & Support Worker 6% 
Pharmacist / Dispenser 4% 
Receptionist 2% 
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project.  These data suggest at minimum an increase in carer-awareness and the 
importance of formal registration for those already known to practices as well as an 
increase in concurrent identification and registration of new carers as a result of 
programme activities.   
 
Registration as a carer at a GP practice varied with provider type.  Asked whether 
they were registered as a carer at their GP surgery, one third of carers seen in 
pharmacies and over half (52%) of those seen in alternative clinics were either not 
registered or did not know whether or not they were registered as a carer at their GP 
practice.   
.   
 
4.1.2 Reported outcomes 
An important element of the self-help model on which this programme was based 
was the identification of agreed goals or targets helping carers to define the actions 
they needed to take to protect their own health and promote their well-being.  A 
summary of all goals or outcomes reported by delivery staff drawing on the data from 
the initial post-check summary forms submitted to the evaluation team throughout 
the programme is presented in Figure 1 below. 
 
Figure 1: Outcomes reported by delivery staff from initial H&WB Check 
 
 
Taking GP/Nurse referral and healthy lifestyle together, half (50%) of the outcomes 
reported by providers are for health related issues.  However, alongside this primary 
concern with health issues, a wide range of practical, social and emotional needs 
were also identified and recorded. (See also Carers’ Outcomes, Section 4.3.4) 
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4.2 Carers’ Background Questionnaire  
After attending an initial H&WB check, those carers willing to do so completed and 
returned direct to the evaluation team an anonymous questionnaire designed to 
gather background information about programme participants.   
 
4.2.1  General carer characteristics  
Basic characteristics of the study sample gathered from the initial background 
questionnaire are recorded in Table 3.   
 
Table 3: General characteristics of the study sample 
  
NHSIC 
2010b 
Devon 
 
Research 
Sample 
Within 
sample 
of 
women 
Within 
sample 
of  
men 
 
Programme  
Population 
Responses  - 723 502 201 2320 
Gender Men 40%* 29% - - 26% 
Women 60%* 71% - - 74% 
Ethnicity All white groups 92% 96% 96% 97% 97% 
BME 8% 4% 4% 3% 3% 
Age Under 24 years 6%* 1% 0 1% 1% 
25-64 years 51%* 48% 54% 33% 48% 
65-74 years 16%* 30% 29% 33% 25% 
75-84 years 
13%* 
18% 16% 24% 21% 
85+ years 3% 1% 8% 6% 
Relationship to 
care recipient 
Parent/in law 34% 20% 13% 22% 20% 
Partner/Spouse 54% 62% 56% 80% 60% 
Child 6% 10% 12% 4% 13% 
Length of time 
in caring role 
0 - 2 years 
49% 
16% 15% 19%  
2 - 5 years 35% 34% 36%  
6 - 9 years 
43% 
17% 15% 20%  
10 - 20 years 21% 22% 17%  
20+ years 8% 12% 13% 10%  
Hours spent 
caring per 
week 
0 - 20 hours 16% 18% 20% 18%  
21 - 30 hours 5% 8% 9% 6%  
31 – 50 hours 8% 17% 17% 17%  
51+ hours 59% 57% 57% 57%  
Employment 
status 
Working F/T&P/T 46% 23% 26% 15%  
Retired 27% 56% 52% 68%  
Unable to work due to 
caring 
13% 16% 12% 14% 
 
Practice visits 
(average) in 
last 12 months 
Consultations GP - 3.4 3.6 2.9  
Consultations  Nurse - 1.9 1.8 2.3  
Perceptions of 
own health 
Self-identified disability 27% 32% 30% 38%  
Good health 48% 34% 32% 37%  
Fairly good health 43% 51% 52% 49%  
Not good health 9% 15% 15% 14%  
Hospital 
admissions in 
last 12 months 
Carer admitted - 9% 7% 12%  
Care recipient admitted - 27% 28% 25%  
Respite day or night - 15% 16% 13%  
*Extract from NHS NIC (2010a) – not Devon-specific 
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To explore the representative nature of our sample in relation to the whole 
programme population and to the national picture, we have drawn some basic 
characteristics from the programme management information (programme sample) 
and from two NHS Information Centre surveys of carers: one of carers in households 
(NHSIC, 2010a) and the other looking at adult carers in England (NHSIC, 2010b) 
which provides some Devon-specific demographic data. 
 
Gender, age and relationship to care recipient all show a good correlation with the 
programme population with no more than 3% variation in any variable with the 
exception of those aged 65 – 74 years, where our sample has 5% more carers than 
the programme as a whole.   
 
The vast majority (90%) of carers reported being the main carer and 86% were living 
in the same house as the care recipient.  This is a much higher proportion than has 
been found in either local (77%) or national (48%) surveys of carers (NHSIC, 2010a; 
NHSIC, 2010b) and is one of the factors already known to be associated with higher 
levels of carer stress (Singleton et al, 2002; Nolan et al, 1996; Twigg, 1991).  There 
are twice as many women (30%) as men (16%) in the age range 45-59 years, but 
the proportions of men increase with age and there are more men (21%) aged 75+ 
years than women (17%).   Although the majority of carers (51%) are in the early 
stages of caring and have been in the role for less than five years, 1 in 8 has been a 
carer for more than 10 years and these are more likely to be women (35%) than men 
(27%).   The duration of caring varied to some extent with gender at different stages 
in the caring trajectory and the distribution in our study sample, compared with data 
from the NHS Information Centre survey Devon sub-set is shown in Figure 2. 
 
Figure 2: Length of time in caring role and gender 
 
 
A very high proportion of men (80%) are caring for their partners whereas the 
responsibilities of female carers are more likely to be distributed across a wider 
range of care recipients including children, grandchildren and other relatives as well 
as partners and combinations of two or more of these.  The vast majority (90%) of 
those looking after more than one care recipient are women.  As already noted, this 
study sample comprises a large proportion (57%) of those caring for more than 51 
hours per week.  These are more likely to be women (62%) looking after a partner 
than men (59%) and the majority (61%) are retired although it is worrying to note that 
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39% of working carers and nearly half (47%) of those unable to work due to ill-health 
or their caring role reported spending 51 hours per week or more on their caring 
tasks.   
 
4.2.2 Care recipient characteristics 
Respondents to the initial survey were asked about the demography of their care 
recipients and the general characteristics reported by carers are shown in Table 4 
alongside data from the NHS Information Centre surveys for comparison purposes. 
Nearly three-quarters (70%) of the care recipients in this study are over 65 years of 
age and almost half are men.   
 
Table 4: Summary characteristics of care recipients  
  NHSIC 
2010 
Devon 
 
Research Sample 
Gender Male 56% 52% 
Female 44% 48% 
Age Under 24 years 17% 5% 
25-64 years 23% 
65-74 years 13% 19% 
75-84 years 33% 27% 
85+ years 
37% 
14% 
90+ 10% 
Health Conditions1 Physical difficulties 62% 60^ 
Dementia/Alzheimer’/Parkinson’s 25% 30% 
Sensory impairments 35% 23% 
Learning difficulties 7% 11% 
Mental health problems 8% 15% 
Respiratory/chest conditions  2% 
Diabetes  6% 
Arthritis/joint problems  5% 
1 
Totals do not add up to 100% as care recipients may have more than one condition 
 
The majority of care recipients ( 60%)  had a physical disability but mental health 
problems and dementias including Alzheimer’s disease make up 45% of care 
recipients’ conditions compared to only 33% from the national data. 
 
When comparing the age of the carer with the disability of the cared for, two 
important trends emerged.  Carers aged 45-59 years were caring for high 
proportions of people across all eight condition categories reported in Table 4.  
Almost half (49%) of those with a learning disability and 30% of those with mental 
health problems are cared for by carers in this age range.  A similarly high proportion 
of caring appeared to be associated with carers aged 65 – 74 years who were caring 
for 30% of those with sensory loss, mental health and dementia/Alzheimer’s disease 
and 41% of those with diabetes. 
 
4.2.3 Perceptions of health & well-being 
The data provide a worrying picture about carers’ perceptions of their own general 
health, well-being and financial security.   
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Financial strain 
Financial strains can be particularly pernicious (Princess Royal Trust, 2010; Vellone, 
2007) and more than twice as many carers in this study (16%) than in the national 
surveys (7%) reported access to insufficient financial resources and were ‘struggling 
to get by’.  This may be a relevant factor in the high proportion (42%) of goals from 
initial H&WB checks which included an arrangement to access information or to 
contact Care Direct.   
 
Carer disabilities & clinic attendance 
One third of all carers (32%) identified a disability of their own and slightly more men 
(38%) than women (30%) were in this position.  Nearly two-thirds (60%) of carers 
attended a regular clinic and the range is shown in Table 5.   
 
Table 5: Carer Attendance at Regular Clinics 
Clinic / Condition Proportion of Carers Attending 
 Total Female Male 
Respiratory conditions 17% 18% 17% 
Metabolic conditions 13% 18% 9% 
Digestive system 11% 10% 12% 
Coronary / heart conditions 46% 40% 61% 
Nervous system 3% 3% 3% 
Joints and mobility 24% 27% 21% 
Flu vaccinations 69% 69% 69% 
 
Compared to the national data (See Table 3), nearly twice as many carers in this 
sample (15%) assessed their own health as ‘not good’.  It is surprising then to note 
that an almost equal number - one in eight carers - had not visited their GP practice 
in the last 12 months.   Half of carers (50%) said that they visited the practice twice 
or less each year.  Three-quarters made no more than four visits per annum.  
Amongst female carers, those making more frequent visits to the GP were commonly 
aged 45-59 years and 65-74 years and this is confirmed to some extent by high 
proportions (81%) of women in these age groups rating their own health as ‘not 
good’.  The majority of men making more frequent visits to the GP (58%) were aged 
65 – 84 years.  Overall, 14% of women and 6% of men visit the practice between 7 
and 24 times each year.   
 
Although numbers are small for BME carers in this study sample (n=21), GP visits 
ranged up to 16 visits per year.  Over one-third (38%) reported visiting the practice 
up to 2 times in the last 12 months and nearly two-thirds (62%) making up to four 
visits. 
 
Hospital admissions  
One in eleven carers reported having been admitted to hospital in the last 12 months 
and this was the case for rather more men (12%) than women (7%).  Just over half 
of these admissions (52%) were planned but 39% had been as an emergency.  
Turning to hospital use by care recipients, just over a quarter (27%) of carers 
reported at least one hospital admission for their care recipient in the previous 12 
months of which two-thirds (63%) were as emergencies.   
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Breaks from caring 
Asked about the help available to them, only 15% of carers had used respite care 
largely provided in residential homes (64%) in the last 12 months.  The majority 
(83%) of these had been provided with breaks on a maximum of three occasions and 
in 60% of cases for 3 weeks or less.  Other sitting services were used by only 1 in 6 
carers.  Help came mostly (47%) from day care, for up to 3 days per week, for those 
who said they used it.   A very small proportion (5%) had access to regular leisure 
services for those they cared for and examples given included day activity clubs, 
swimming club or walking groups.  Asked to list any other sources of help used in the 
last twelve months, a few carers (3%) noted that they had made use of what they 
described as occasional or ‘one-off’ help from family and friends to get a short break. 
 
4.2.4 Stresses and strains  
Carers completed two questionnaires – the Carer Strain Index and the General 
Health Questionnaire - focusing on the stresses and strains of caring and their 
responses revealed some significant relationships between the physical and 
psychological impact of caring with respondents’ age, gender and employment 
status. 
 
Statistical significance tests, using Pearson’s chi-square (χ 2) and Cramer’s V 
calculations have been used to evaluate some of the responses where appropriate 
and further details of the statistical data which appear in the next few paragraphs 
and their interpretation is included at Appendix B. 
 
The Carer Strain Index (CSI) 6 
As set out in Section 3.1.1, the Carer Strain Index (CSI) is a thirteen-item 
questionnaire designed to identify potential concerns related to the provision of care 
in a number of major areas including employment, finance, time, physical effort and 
social constraint.  For each question, respondents indicate whether they are affected 
by the stressor ‘not at all’, ‘sometimes’ or ‘regularly’.  The three ‘primary’ stressors 
identified by carers in the background questionnaires are as follows in order of 
frequency expressed as a percentage and a ratio of the study sample: 
 
 Emotional adjustments (42%)   1 in 2 selected ‘regularly 
 Upsetting changes in care recipient (39%) 1 in 3 selected ‘regularly’ 
 Changes in personal plans (35%)   1 in 3 selected ‘regularly’ 
 
Gender differences in reported strain 
The areas in which ‘regularly’ was selected most often varied with gender: 
 
For women:  
Emotional adjustments (44%)   1 in 2 selected ‘regularly’ 
 Changes to personal plans (38%)   1 in 3 selected ‘regularly’ 
 Upsetting changes in care recipient (35%) I in 3 selected ‘regularly’ 
 
For men: 
 Upsetting changes in care recipient (36%) 1 in 3 selected ‘regularly’ 
 Changes to personal plans (30%)   1 in 3 selected ‘regularly’ 
 Sleep disturbance (29%)    1 in 3 selected ‘regularly’ 
                                            
6
 Details of CSI questionnaire available at  http://consultgerirn.org/uploads/File/trythis/try_this_14.pdf 
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Men, with the exception of upsetting changes, reported less stress than women.  
Nearly twice as many women (44%) reported emotional adjustments as a prime 
stressor compared with 26% of men, and a higher proportion of women (16%) felt 
completely overwhelmed  ‘regularly’ compared to 10% of men. 
 
As reported in a number of earlier studies, (Charlesworth et al, 1991; Gilhooly, 1984) 
women carers report higher stress and gender was significantly related to carer 
reports of feeling regularly completely overwhelmed (χ2 = 29.452, df=2, p= 0.0001, 
N=616) and the association appeared to be particularly strong (V= 0.219).    
 
For men, sleep disturbance, the confinement of caring and upsetting changes 
continued to be substantial stressors into their late 70s and early 80s, whereas by 
this time women seemed to have made adjustments or learned to cope.  Also for 
men, adjustments in personal plans, accommodating to the upsetting behaviour of 
the person they care for and dealing with financial strain as sources of reported 
stress occurred some 15 years later than for women, with onset at 60+ years rather 
than 45+ years for women.   
 
These findings are perhaps not surprising since men in this sample are beginning 
their caring careers at a later life stage than women and it is in these transitional 
stages that we know that stress precedes acceptance of life changes and the 
subsequent development of appropriate coping strategies (Sugarman, 2001) which 
one carer acknowledged as a primary benefit of her check as follows: 
 
 
 
 
 
 
 
Time spent caring and reported strain 
It may not be surprising to find that the number of hours spent caring each week is 
associated with carer stress as shown in Figure 3.   
 
Figure 3: Carers regularly overwhelmed & hours each week spent caring 
 
‘I came away feeling reassured that I was reacting to my situation in 
a positive way.  I felt it was the best consultation I have had since I 
have had to look after my husband and helped me to totally accept 
my future role’.                                                           (Female carer, ss369) 
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It is clear from these data that for a large majority of carers there is an upper limit, 
around 40 hours each week, beyond which caring threatens to subsume the carer in 
a way that puts their well-being at risk and as one health care assistant put it, ‘they 
become lost in caring’. 
 
Relationship to care recipient and reported strain 
The data suggest that the stress of caring is significantly related to the relationship 
between carer and care recipient (χ2 = 19.15, df=4, p= 0.0007, N=584) and that the 
association appears to be moderately strong (V=0.128).   A quarter (25%) of those 
caring for a child reported being ‘regularly overwhelmed’ by their caring role, 
compared to 19% of those caring for a parent and 11% of those caring for a spouse.  
 
Employment status and reported strain 
Employment status appeared to be of significance with a moderately strong 
relationship with feeling ‘regularly overwhelmed (χ2 = 39.76, df=4, p= 0.0001, N=604, 
V=0.125).  One-fifth (20%) of carers working full-time felt ‘regularly overwhelmed’ 
while this was the case for an even larger proportion of those unable to work due to 
ill-health (29%) or their caring responsibilities (23%).   
 
 
The General Health Questionnaire (GHQ28)7 
Alongside the Carer Strain Index, the GHQ28 was used to assess respondents’ 
perceptions of their current health and well-being.  The questionnaire is divided into 
four domains: 
 
Domain A:  Physical difficulties 
Domain B: Anxiety and insomnia 
Domain C: Social and personal difficulties 
Domain D: Depression and mental health 
 
Each domain comprises seven questions and respondents may choose one from 
four options, which provide a total score from 0 – 7 in each domain.  A high score (5 
or more) in any domain is sufficient to trigger a concern in this area of functioning 
and several areas of carers’ lives were associated with reporting high levels of both 
physical and psychological stress.   
 
Age 
High scores in all domains of the GHQ were more likely to be reported by those 
respondents aged 45 – 59 years (36%) and by those aged 65 – 74 years (26%).   
 
Gender 
For men, not working was a constant characteristic of those scoring ‘high’ across all 
four domains in the GHQ, expressed by one carer as follows: 
 
 
 
 
                                            
7
 Details of GHQ available at http://www.gl-
assessment.co.uk/health_and_psychology/resources/general_health_questionnaire/faqs.asp?css=1 
‘There were one or two things I found out I was entitled to …..it was 
nice to know that I am involved in society.  I have been excluded from 
life.’                                                                                 (Male carer, ss063) 
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For women, the converse is true with higher proportions of retired women 
consistently scoring high across all domains.  The percentage of carers within the 
category ‘scoring 5 and above’ in relation to their employment status is shown in 
Table 6. 
 
Table 6: High GHQ scores, gender and employment status. 
 Men Scoring ‘High’ Women Scoring ‘High’ 
Employment 
Status 
GHQ 
A 
GHQ 
B 
GHQ 
C 
GHQ 
D 
GHQ 
A 
GHQ 
B 
GHQ 
C 
GHQ 
D 
Retired 10% 38% 36% 25% 40% 43% 40% 44% 
Working 20% 10% 0% 13% 29% 32% 30% 33% 
Unable to work 70% 43% 64% 63% 27% 19% 24% 22% 
 
Care recipient conditions 
Significant relationships of varying strength were also found in relation to caring for 
those with some conditions notably mental health problems and dementia including 
Alzheimer’s disease.  Carers in these situations scored high on two GHQ measures 
of physical strain (GHQA), and anxiety & insomnia (GHQB), and reported feeling 
‘regularly’ completely overwhelmed from the Carer Strain Index.  The statistical 
significance test results for each of these three areas of stress are set out in Table 7.  
Please see Appendix B for further details of the values and their interpretation. 
 
Table 7: Care recipient conditions & carer strain 
 χ2 N df p V 
Mental Health 
Physical strain        (GHQA) 16.802 675 7 <0.05 0.158 
Anxiety / Insomnia  (GHQB) 35.149 674 7 <0.05 0.228 
Completely overwhelmed 14.510 629 2 <0.05 0.152 
 
 χ2 N df p V 
Dementia/Alzheimer’s Disease 
Physical strain       (GHQA) 14.195 675 7 <0.05 0.145 
Anxiety / Insomnia (GHQB 25.731 674 7 <0.05 0.195 
Completely overwhelmed 7.691 629 2 <0.05 0.111 
 
Importantly, the relationship between care recipient’s condition and carer’s anxiety 
and insomnia was particularly strong in the case of those caring for someone with 
mental health problems (V=0.228).  Drawing on responses to the carer strain index, 
a significant stressor for those caring for someone with dementia or Alzheimer’s 
disease, was the upset caused by changes in the person cared for (χ2 = 68.662, 
df=2, p= 0.0001, N=635).    The relationship with this emotional turbulence appeared 
to be particularly strong (V=0.329), expressed by one carer as follows: 
 
 
 
 
 
‘My main problem in caring for my wife is that she appears to have  
no insight into her own problem arising from her very severe memory 
loss and this leads to misunderstanding situations which are 
extremely difficult to deal with’.                                (Male carer, ss357) 
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A diverse range of factors influences the level of stress experienced by an individual 
carer which may or may not be associated with their caring responsibilities.   In the 
light of the evaluation data those most at risk from each of the major stressors 
discussed above are summarised in Table 8. 
 
Table 8: Primary stressors and those most at risk 
Stressor/Risk Factor Carers most at risk 
Gender  Women 
Age  45 - 59 years 
 65 – 74 years 
Hours spent caring  51+ hours per week 
Employment status  Women who are retired 
 Men who are unable to work due to caring or ill-health 
Condition of care 
recipient 
 Mental health conditions 
 Dementia, including Alzheimer’s disease 
 
Carers most at risk of damaging levels of stress are those where two or more of 
these stressors coincide in the absence of an adequate balance of protective factors 
which might include social and emotional support, financial resources, coping 
strategies and personal traits such as resilience (Nolan et al, 1996) 
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4.3 Initial Check Satisfaction Survey (T1) 
The initial check satisfaction survey was completed by a self-identified sub-set (46%; 
n=402) of the research study sample completing the initial background 
questionnaire.   
 
4.3.1 General carer characteristics (T1 Satisfaction survey) 
Basic demographic characteristics of the sub-set gathered from the satisfaction 
survey (T1) are recorded in Table 9.  There is good correlation across the general 
demographic data between this sub-set and the whole study population from which it 
is drawn.  The satisfaction survey sample comprises more carers (+9%) who have 
been in their role for less than 10 years and a slightly higher proportion (+5%) of 
those unable to work due to ill health or their caring role than in the whole study 
population 
 
Table 9: General characteristics of satisfaction survey (T1) respondents 
   
Satisfaction 
Survey 
Sub-Set 
 
Total Research 
Study Sample 
Responses  402 723 
Gender Men 27% 27% 
Women 73% 71% 
Age Under 24 years 
45% 
1% 
25-64 years 48% 
65-74 years 31% 30% 
75-84 years 20% 18% 
85+ years 3% 3% 
Relationship to care 
recipient 
Parent/in law 21% 20% 
Partner/Spouse 60% 62% 
Child 6% 10% 
Length of time in 
caring role 
0 - 2 years 5% 16% 
2 - 5 years 40% 35% 
6 - 9 years 26% 17% 
10 - 20 years 16% 21% 
20+ years 12% 12% 
Hours spent caring 
per week 
0 - 20 hours 14% 18% 
21 - 30 hours 10% 8% 
31 – 50 hours 16% 17% 
51+ hours 61% 57% 
Employment status Working F/T&P/T 17% 23% 
Retired 59% 56% 
Unable to work due to caring 21% 16% 
Internet Access Independent/At home 67% - 
Financial status Struggling 16% - 
Managing 39% - 
Fairly comfortable 37% - 
 
4.3.2 Caring roles and tasks 
Given that nearly two-thirds (61%) of carers are spending more than 50 hours each 
week in their caring role, it is not surprising that the majority (60%) indicated that 
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they were involved in providing support across a wide range of activities.  There was 
some variation with gender and responses are summarised in Figure 4. 
 
Figure 4: Caring tasks undertaken by gender 
  
 
The breadth of involvement is exemplified by the following carer comments from the 
satisfaction surveys: 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Male carers provided more help than female carers with physical activities, ensuring 
safety and security and personal care, which may arise as a result of the fact that 
they were more likely to be caring for a spouse or partner.  Women were more likely 
to be involved in providing social, emotional and leisure activities and managing 
other services which is coherent with their more diverse roles in caring for multiple 
recipients, including parents, adult children or grandchildren as well as partners. 
 
A high proportion of carers (87%) were looking after one person, although 1 in 8 was 
looking after two and 2% had responsibilities for three care recipients.  Over a 
quarter (27%) of carers under 44 years of age were caring for 2 people while a 
slightly smaller proportion (23%) of those aged 45-64 were in this position, falling to 
7% of those aged 65-74 years and only 1% of those aged 85+ who were in complex 
‘*My tasks include+ organising every detail of the day, starting off  
with telling Mum what day it is’                              (Female carer,ss999) 
 
‘Just trying to keep him on an even keel despite his rage and  
depression and frustration.  It’s very wearing’     (Female carer, ss901) 
‘Everything to support my bipolar son who lives away from home’ 
      (Female carer, ss999) 
 
‘You name it, I do it’                                                     (Male carer, ss888) 
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situations with more than one care recipient.  Of those caring for more than one 
person, 92% were women and nearly three-quarters (71%) were aged 45 – 64 years. 
 
4.3.3 Services and supports 
When asked about supports and services which they had used in the six months 
leading up to their H&WB check, 57% of respondents reported making use of at least 
some services and the range of responses is shown in Figure 5. 
 
Figure 5: Services used in the 6 months prior to the H&WB check 
 
 
Age appeared to have a relationship with service use as shown in Figure 6. 
 
Figure 6: Services used in the 6 months prior to H&WB check and age 
 
 
 
As well as age, there were differences in service use in terms of gender.  Nearly 
twice as many women (28%) as men (15%) made use of support groups.  More 
specifically, more women (47%) said they were members of Carers’ Link compared 
with only 35% of men.  Proportions are reversed in terms of domiciliary care where 
16% of women had used the service in the 6 months prior to their check compared 
with 28% of men.  It is also interesting to note that although there is a high level of 
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independent access at home to the internet (67%), its use in helping to support their 
caring role was reported by a small minority of carers (15%). 
 
Differences in service use prior to the check also emerged in terms of employment 
status as shown in Figure 7. 
 
Figure 7: Services used 6 months prior to check and employment status 
 
 
Working carers were consistently those least likely to be accessing services.  Those 
working full-time are completely absent from local support group and at home respite 
use alongside particularly low levels of residential care (8%), day centre (11%), 
community transport (10%) and overnight respite (9%) usage.  The data suggest that 
working carers are able to make arrangements to release themselves for work but 
then fail either to ask for or to see the need for any additional help with their caring 
role outside working hours.  The importance of the interaction of two or more 
stressors at the same time in the damaging levels of strain experienced by carers 
has already been noted in Table 8, p. 29. 
 
4.3.4 Check processes and the ‘self-care’ booklet 
 
Finding out about the H&WB check 
Asked about access to the H&WB check, the vast majority of carers were informed 
by their GP practice but a range of other sources of information about the checks 
were also reported by carers responding to the satisfaction survey (T1) as set out in 
Table 10.   
 
Booking an appointment 
Approximately one third (29%) of carers had contacted the provider themselves to 
make an appointment while the majority (70%) had been contacted direct with an 
individual invitation to make an appointment.  The majority (86%) of carers were not 
offered a choice of location for their check with the result that 89% were carried out 
in a GP practice, 6% in a local pharmacy and 3% in alternative clinic venues 
including community hospitals, libraries and resource centres.  Interestingly, a very 
small number (2%) carried out by either the advice & support worker from one 
practice or staff from complex care teams were delivered at home. 
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Table 10: Sources of information about H&WB Checks 
Source Proportion of Carers 
responding to 
Satisfaction Survey (T1) 
GP Practice 72% 
Devon Carers’ Link 9% 
Media, advertising & posters 7% 
Support group networks 5% 
Local hospital 3% 
Social Services / Care Direct 2% 
Local chemist 2% 
Internet 1% 
 
Access to replacement care 
The post-check summary forms submitted by providers identified a small number of 
carers (6%) requiring additional support to attend the H&WB check.  By contrast,  
20% of carers themselves reported that they needed to arrange replacement care at 
home to release them to attend the check.  Sixty four per cent said that they relied 
for the provision of this on informal arrangements with other family members, friends 
or neighbours.  Sources of formal support for this purpose specified by carers in the 
survey included the use of direct payments (7%), ‘Take a Break’ vouchers (5%) and 
Devon Carers’ Link (1%) which was offering specific funding during the programme 
to support carers to attend a H&WB check.  One criticism which emerged through 
the satisfaction surveys was the limitation of this funding as follows:  
 
 
 
 
 
 
 
 
Consideration of health and safety and the safeguarding of vulnerable adults had 
been primary drivers in the way that this particular fund was managed through an 
approved list of service providers.  The above criticism suggests that for some carers 
an element of choice may be preferable. 
 
Staff delivering H&WB checks 
Asked about the type of professional delivering the check, 64% of carers reported 
the check carried out by a nurse and 25% by a health care assistant.  However, this 
contradicts both the management information from the Programme Team and the 
data provided to the research team by provider sites which shows the opposite 
position with 65% of checks delivered by health care assistants and 24% by nurses.  
This outcome does render the variable ‘professional type’ in the carer responses 
unreliable for any further analysis but what the data do suggest is that carers felt 
confident and secure with the competence of those delivering the checks.  The 
importance of interpersonal skills is summed up by the following carer comments: 
 
 
 
‘*An improvement would be..+ an offer to fund travel to the 
appointment and care provision for [the person ] cared for by 
someone who would be acceptable to them – not the agencies on the 
list provided.’                                                                (Male carer, ss516) 
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Timing of appointments 
Because of pressure whether arising from the logistics above or feelings of guilt 
about being away from home, carers were also concerned that appointments should 
run to time and according to their invitation schedule as expressed by the following 
study participants: 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
Appraisal of the self-care booklet 
A key innovation for the H&WB check in Devon was its link to a model of self-care 
based on encouraging patients to take control of their own health and well-being.   
This was implemented through the use of a preparation booklet ‘How to get the most 
out of your health & well-being check’ and carers’ responses to it were explored as 
part of the satisfaction survey.   
 
A vast majority of carers (92%) received a copy of the booklet prior to their H&WB 
check appointment.  Several carers saw immediate benefits of the booklet: 
 
 
 
 
 
 
 
 
 
 
‘Having the check-up done by an extremely pleasant and sympathetic 
young woman who was non-judgemental was essential.    
                     (Female carer, ss095) 
 
‘I talked to an experienced nurse which was helpful – I don’t think I 
would want to speak to an inexperienced person, especially about 
very personal matters.’                                             (Female carer, ss120) 
 
‘I think the person doing the check need to be more tuned in to what 
being a carer means, emotionally and physically.’      
                   (Female carer, ss131) 
 
‘Nothing different needed for me specifically except everything 
beginning at the appointment time.  If carer has had to bring in help 
it is important for them not to worry that they might be late.’  
                             (Female carer, ss025) 
 
‘To begin with, just filling out the booklet before my check was a 
great help in that I was able to realise more clearly where our 
problems lie and to be able to talk about my situation was a comfort.  
Some of the advice has already been acted on…we now have a bath 
aid for my husband’s safety and I’m more aware of what I need to 
work on to improve our lives’                                 (Female carer ss194)   
 
‘I know it’s difficult but I had to wait 30 minutes for my appointment 
– time I really didn’t have to waste.  I know it was because the 
previous person needed more time and the HCA would have given me 
more time but as always I was on a time limit and I had to ask her to 
rush my session.                                                         (Female carer, ss042) 
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The majority (86%) of carers felt that it was ‘very useful’ to have the booklet in 
advance of their appointment to help them to prepare for their H&WB check.  Only 
2% rated it ‘not at all useful’.  Nearly half (43%) completed all the questions before 
attending with only a very small minority (6%) unable to complete anything.  Male 
carers (54%) were rather more likely to be ‘booklet completers’ than female carers 
(39%). 
 
The booklet was divided into nine sections and carers were asked how helpful each 
section had been using a three-point scale.  Female carers consistently rated all 
sections as ‘very helpful’ more frequently than male carers.  The top three ‘very 
helpful’ sections were as follows: 
 
Booklet section    All Male Female 
Your own health & healthcare  48% 39% 49% 
Caring role and tasks   41% 33% 44% 
Check-ups, vaccination & screening 38% 33% 40% 
 
Those rated ‘very helpful’ least often were 
      All Male Female 
Some questions about alcohol  23% 18% 24% 
Work, education and leisure  25% 19% 27%  
Safety & warmth at home   32% 25% 35% 
 
Employment status appeared to have a negligible impact on participants’ appraisal of 
the booklet overall although rather smaller proportions of those in full-time 
employment rated each section ‘very helpful’ compared to those in other types of 
working situation or retirement.   
 
Age did appear to contribute to some variation.  Nearly two-thirds (60%) of those 
aged 25-44 years completed all the questions compared with only 28% of those 
aged 75-84 years.  Almost invariably, all sections were rated ‘very helpful’ by higher 
proportions of those aged 25-44 years with lowest proportions of ‘very helpful’ scores 
given by those aged 85 years and over. 
 
4.3.5 Outcomes, personal plans and goals 
Two key outcomes emerged from the satisfaction survey: 
 
 Over a quarter of carers (28%) had a new health condition identified as a 
result of the H&WB check.   
 
 Just over half (53%) of carers reported a health-related goal as the outcome 
of primary importance for them 
 
 
 
 
‘Access via the booklet to helpful information and contact numbers 
– no time to talk!                                                         (Female carer ss165) 
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Personal plans 
In cases where a new condition had been identified, most carers (84%) were offered 
a follow-up appointment either with their GP (43%) or the practice nurse (49%) or an 
HCA (6%).   
Despite 38% of participants rating the section of the preparation booklet titled ‘My 
Personal Plan’ as ‘very useful’, only one quarter (24%) of participants completed it 
before they attended the check appointment.  One third of these were younger 
carers (aged 25-44 years) and another third (33%) were those aged 85+ years 
 
Goals 
During the consultation, over half (55%) of carers agreed goals or targets for action 
with a slightly higher proportion of women (58%) than men (46%) reporting a range 
of specific goals for consideration.  Broadly, goals were identified under three 
general headings: 
 
 43% of goals were health-related; 
 38% were focused on practical activities ; 
 20% concerned social/emotional issues.   
 
Sometimes a goal required just a one-off action such as registering with Devon 
Carers’ Link or in other cases an on-going lifestyle change such as increasing 
exercise or altering diet or alcohol intake was indicated.   Looking in more detail, 
carer-identified outcomes have been collated under seven headings as shown in 
Figure 8.  The range is wide but proportions are comparable to those reported earlier 
by delivery staff (Section 4.1.4). 
 
Figure 8: Carers’ goals or targets for action from initial H&WB check  
19%
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General information
 
 
Participants in the survey were asked to identify, in order of importance, up to three 
goals agreed with them in the H&WB check.  From this data, just over half (53%) of 
carers reported a health-related goal as the primary outcome.  For those who went 
on to identify a second goal, there was a fairly even balance between health and 
practical activities.  Fewer carers reported a third goal but one-fifth of the sample 
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(20%) identified practical activities and 10% health related concerns.  Age appeared 
to operate across a reducing scale with agreed goals reported by 75% of those aged 
25-44 years; by 54% of those aged 65-74 years; and by only 33% of those aged 85+ 
 
Carers recognised the different barriers to success in achieving the individual goals                     
and some showed more determination or perhaps had more access to the necessary 
social or financial resources to implement what had been agreed.  Those deemed 
easiest to act on were of a more practical nature: 
 
 
 
 
 
 
 
 
 
 
Those hardest to act on were those that required more time, resources  or emotional 
resilience which almost by definition would require a more long-term commitment to 
achieve success as the following comments confirm: 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
4.3.6 Benefits and overall satisfaction 
 
Benefits 
Talking has been reported as an effective coping strategy in stressful situations in  
previous studies (Hirst, 2004; Lepore et al, 2000) and asked to identify the main 
benefits of the check carers were overwhelmingly positive about its impact and 
referred most frequently to the opportunity to talk to someone with the appropriate 
personal qualities who was non-judgemental, who had time to discuss problems and 
impart information and advice, who understood their situation, to validate and 
support their role.   
 
 
‘I sorted out emergency cover for when I was going into hospital for a 
planned heart operation.                                                               (ss8046) 
 
‘I joined Devon Carers’ Link and managed to get Carers’ Allowance  
sorted out at last’                                                  (ss8143) 
 
‘Having some locks fitted – what a great help!                        (ss8213) 
 
‘I registered with St. John Ambulance caring course – but I won’t be 
 able to attend it until I retire …. they only run the courses during term  
time and I work in a school’                                                           (ss8220) 
 
‘Getting my mother to agree to go to day care…….any mention of day  
care over the last two years has quickly been followed by requests to 
 find out about euthanasia!’                                                           (ss8029) 
 
‘For about one week I made the effort to look after myself better – 
eat more healthily… a bit of exercise… but that soon went by the 
wayside.  I haven’t got the time or the inclination to keep it up’     
                                                            (Female carer, ss042) 
‘Time to talk to a listener’                                                       (Male carer, ss500) 
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Comments were not unanimously positive about the process and several carers 
highlighted not only a lack of benefits but also possible unintended consequences. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Some carers were aware of their reluctance to prioritise their own needs and that the 
H&WB check gave them the opportunity – free from any guilty feelings – to focus on 
their own health. 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
  
 
 
Others felt that the H&WB check would be of greatest benefit to new carers taking up 
the role for the first time although there was recognition that caring frequently didn’t 
have a specific ‘start date’ 
 
 
  
 
 
‘There is a definite need just to be able to talk to somebody about life as a 
carer’                                                                                           (Male carer, ss282) 
 
‘The check made me feel that what I was doing really was appreciated’ 
                                                                                     (Female carer, ss38) 
 
‘Time to talk about my own health issues and receive checks I wouldn’t have 
made time for otherwise.  It also meant that several issues could be covered 
in one appointment.                                                            (Female carer, ss073) 
 
‘It would have been nice to have had a check like this years ago when at 
times I struggled and it would be nice to think that new carers could have 
this when needed’.                                                                (Male carer, ss227) 
 
‘I enjoyed being able to talk about myself and my feelings – made me feel 
that I actually do exist and it’s not all focussed on my husband.’       
                                                                                            (Female carer, ss249) 
 
‘Well, for a start, I had time to talk calmly and ask questions.  I’m afraid I 
keep some health issues to myself.  I know I shouldn’t but I do’.        
                                                                                                 (Female carer, ss028) 
 
‘Good to find someone checking up on me’                        (Male carer, ss250) 
‘Gave me a few more lines.  What happens if I get very ill or my present 
 condition gets worse?’                                                           (Male carer, ss063) 
 
‘It made me think a lot more about my situation to fill in the booklet 
whereas  I don’t really think about things too much .it did make me feel very 
down for a couple of days but then I just got on with it’           (Female carer, 
ss286) 
 
Seventy minutes of brainwashing….left exhausted and depressed’.     
        (Male carer, ss355) 
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Some saw the H&WB check as a way of cementing and improving relationships with 
their GP practice and making links between the care of the cared for and the care of 
the carer. 
  
 
 
 
 
 
 
The H&WB check’s contribution to increased confidence in their own health was an 
important benefit highlighted by many carers in this sample.  They valued access to 
a range of checks and screening as well as information and advice which would 
otherwise be missing.    
 
 
 
 
 
 
 
 
 
 
  
Some carers expressed disappointment that the check did not include more medical 
tests and suggested extensions to include liver, kidneys, smear test, breast checks, 
x-rays and more.  On the other hand, others felt that they were well-cared for by 
normal regular clinics and GP appointments and wanted the H&WB check to focus 
more exclusively on the social and emotional demands of caring exemplified by the 
following extract:     
 
 
 
 
 
 
‘Quite frankly, I found it a complete waste of time probably because I’ve 
been a carer for the past 8 years but I think if you were a new carer it would 
have been more beneficial’.                                           (Female carer, ss040) 
 
‘Time to talk and feel valued by the <name> practice.  At my general health 
review, the GP seemed not to recognise the stress of being a full time carer.   
This carers check has given me the opportunity to rectify that at least with  
the person who did the check.  I care for my mother and her GP is always  
concerned’                                                                              (Female carer, ss065) 
 
 
‘I felt more confident about my own health, knowing there were no 
concerns and just the satisfaction of being able to talk to someone about 
general problems of being a carer and being reassured that there is always 
someone to talk to at the practice’                                (Female care, ss080) 
 
‘The question regarding length of time being a carer is difficult.  For some, 
this will be sudden especially illnesses such as a stroke or an accident.  In my 
case though it has built up over the years …my role has increased… and it’s 
important that the assessment (H&WB check) is meaningful and tailored to 
individuals and not focused on ticking boxes in the booklet although I 
understand that this provides a starting point for discussion.’     
                                                                    (Female carer, ss249) 
 
 
‘*The greatest benefit has been+ ….feeling confident about my own health.  
I’ve never had a cholesterol test before’.                          (Female carer, ss211) 
 
‘More time could be given to enquiries about how I was feeling emotionally 
as this was my main area of concern.  Just questions about my health was 
asked’.                                                                                         (Male carer, ss116) 
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Particularly in the early stages of the programme, the welter of paperwork 
predominantly related to the local and national evaluations, impacted negatively on 
carers’ experiences and satisfaction with the check: 
 
 
 
 
 
 
 
 
 
 
 
 
 
Asked about improvements, several carers referred to unhelpful practice processes 
for check results. 
  
 
 
 
 
 
 
Sometimes, H&WB check delivered through clinic appointments on the same day 
each week lacked the flexibility that carers felt they need to access the service at a 
time that was appropriate for them.   
 
Recent research (Buckner & Yeandle, 2006) has emphasised the social and 
business benefits of supporting working carers and the workplace checks delivered 
as part of the H&WB checks programme were particularly appreciated by working 
carers as the following comment shows: 
 
 
 
 
 
 
 
 
Overall satisfaction 
Respondents to the satisfaction survey were asked to rate their experience of the 
check and its processes in relation to seven key factors using a five-point scale from 
strongly agree to strongly disagree, and Figure 9 summarises responses across all 
seven criteria. 
 
‘Possibly not so much health but follow up appointments to monitor “coping 
ability”’.                                                                              (Female carer, ss079) 
 
‘It would be nice to know the results of the check samples that were taken 
but I have never been told the result.  I contacted the practice to ask and 
was told that if anything’s not right we will contact you whereas a personal 
answer would go down well and give comfort’.                  (Male carer, ss063) 
 
‘Instead of ticking boxes, it would be nice if I could talk about individual 
problems – we don’t all fit into the box!’                       (Female carer, ss182) 
 
‘….not so many different forms…I’ve got to the point where we’ve had some 
forms once so now I feel I probably won’t bother’.        (Female carer, ss047) 
 
 
‘..repetitive paperwork for the nurse was just not necessary’    
 (Female carer, ss062) 
 
‘I aim to keep as fit and well as possible and this was luckily confirmed  
*at the check+ ….having squeezed it in during a normal working day, it was 
time well spent …instant diagnosis…and a real boost.” (Female carer, ss145) 
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Figure 9: Carers overall satisfactions with H&WB check 
 
 
Responses did not fall below 70% satisfaction (agree or better) in any area with 
particularly high scores in relation to the ease with which an appointment could be 
made (92%) and in the competence and training of delivery staff (91%).   The vast 
majority (90%) agreed or strongly agreed when asked about making a 
recommendation to others and 83% agreed or better when asked about their overall 
satisfaction with the check. 
 
One carer summed up the joint aspirations of providers and carers alike as follows: 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
‘I am left with the impression that NHS workers are becoming 
increasingly aware of the work of carers and are doing their best to 
understand their needs.  It is good to know (from the H&WB check) 
where to turn to for help when things get difficult’. 
                        (Female carer, ss206) 
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4.4 Follow-Up Check Satisfaction Survey (T2) 
 
Phase 1 & 2 providers, who had begun delivery in October 2009 and January 2010 
were invited to offer a second follow-up check 12 months after the initial appointment 
to the limited number of carers who had been ‘early adopters’ of the initial offer and 
management information available to the evaluation team confirmed that 105 of 
these follow-up checks were delivered.   
 
Follow-up checks provided the opportunity to assess changes in carers’ perceptions 
of the H&WB check processes and outcomes over time and a second satisfaction 
survey was carried out with a self-identified sample (n=53) from the total of 105 
checks delivered.  It should be noted that this sample is likely to be skewed to those 
carers who are perhaps more committed to the programme and to the evaluation.  
General characteristics of respondents (T2) compared with those in the initial survey 
(T1) are set out in Table 11. 
Table 11: General characteristics satisfaction survey (T2) respondents 
  T2 
Satisfaction 
Survey 
Sub-Set 
TI 
Satisfaction 
Survey 
Sub-Set 
Responses  53 - 
Gender Male 23% 27% 
Female 76% 73% 
Age Under 24 years 
21% 45% 
25-64 years 
65-74 years 42% 31% 
75-84 years 21% 20% 
85+ years 10% 3% 
Relationship to care 
recipient 
Parent/in law 19% 21% 
Partner/Spouse 68% 60% 
Child 4% 6% 
Length of time in caring 
role 
0 - 2 years 
40% 45% 
2 - 5 years 
6 - 9 years 21% 26% 
10 - 20 years 25% 16% 
20+ years 15% 12% 
Hours spent caring per 
week 
0 - 20 hours 4% 14% 
21 - 30 hours 8% 10% 
31 – 50 hours 15% 16% 
51+ hours 72% 61% 
Employment status Working F/T&P/T 8% 17% 
Retired 73% 59% 
Unable to work due to caring 15% 21% 
Financial status Struggling 2% 16% 
Managing 54% 39% 
Fairly comfortable 36% 37% 
Access to internet At home independent access 51% 67% 
      
Variations in the characteristics of respondents to the follow-up survey are almost 
entirely explicable in terms of what we know about the ‘early responders’ from the 
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two previous surveys.   Those carers under 45 years of age were less likely to be in 
the first cohorts so that more of the follow-up sample were older and consequently 
already retired. Slightly fewer men were represented and since they were most likely 
to be in the early stages of caring, the smaller proportion of those in their caring role 
for less than 5 years is understandable.   
 
Two-thirds (67%) of follow-up checks were administered to those whose first check 
fell within the first two quarters of the programme delivery timetable.  Most carers 
(67%) had their first check before March 2010 and three-quarters (75%) of the 
follow-up checks were delivered in February/March 2011.  Only 6% of participants 
had their follow-up check in a pharmacy with the remaining 94% delivered in ten GP 
practices.    
 
Although the programme protocol allowed for a full 60-minute follow-up check, the 
average delivery time reported by providers of follow-up H&WB checks was 47 
minutes.  The reduced time taken may have resulted from a combination of less 
reporting paperwork both for the programme and for the research and evaluation 
studies and the requirement for fewer vascular checks (10%) compared with 39% of 
initial checks.  It would be reasonable also to assume some improvement due to 
increased familiarity with processes and general confidence of staff. 
 
4.4.1 Changes in caring tasks and roles 
A smaller proportion of this follow-up sample (6%) was caring for two people, 
compared with 12% in the first satisfaction survey (T1).  The vast majority (94%) 
continued to care for one person, although 2% of participants reported an increase in 
the number cared for and 4% a decrease arising from either bereavement, (3%) or 
admission to residential care (7%). 
 
Nearly half (42%) of participants reported that their tasks had increased either in the 
types of activities that they were undertaking or in the amount of time they committed 
to caring.  Several carers referred to increased difficulties associated with some 
deterioration in their own health as well as worsening conditions of care recipients.  
Some carers mentioned expanding their tasks as a result of the increased time 
available to them as a result of retirement. 
 
4.4.2 New service take-up 
Importantly, nearly two-thirds (62%) of participants reported that they had taken up a 
new service since their first H&WB check and indicated a wide variety of help and 
support, summarised in Figure 10. 
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Figure 10: New service take-up following initial H&WB check 
 
 
There was some variability in take-up with age.  Those carers aged 45-59 years 
were less likely to take up any new service, other than contact with Care Direct 
which was used by 33% of carers in this age group and 11% who embarked on 
direct payments.  One-third (33%) reported that they had made emergency plans 
with Devon Carers’ Link. 
As in the initial satisfaction survey, there appeared to be wide variation in service 
take up and employment status, summarised in Figure 11. 
 
Figure 11: New services at follow-up check & employment status 
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Working carers are entirely absent from respite, either at home or away from home; 
sitting services, domiciliary services, counselling and use of ‘Take a Break’ vouchers. 
 
4.4.3 Review of the self-help booklet, outcomes and goals 
Three-quarters of respondents were able to find the booklet ‘How to make the most 
of your health and well-being check’ after 12 months and 77% felt that being able to 
refer to it was ‘useful’ or ‘very useful’ in guiding them through the follow-up check.  
One in five (21%) were able to refer back to the previously agreed goals and action 
plans.   However, a majority (60%) of the follow-up respondents reported that they 
had not set any goals at the first check. Given that goals were more popular in the 
earlier satisfaction survey with younger carers who are less represented in this 
sample, this is not a surprising finding.  However, of those who recalled targets, 62% 
felt that they had managed to achieve what had been agreed either quite well or very 
well.  Over one-third (33%) agreed new goals and over half of respondents felt that 
these were quite realistic, while more than one in four (29%) felt that what had been 
agreed would be ‘very easy’ to achieve.  Goals agreed in the course of the follow-up 
check reported by carers included practical help ( 53%); health concerns (23%); 
social / emotional issues  (17%) and information and advice ( 7%).   
 
Outcomes were also reported by providers at these two stages in the delivery 
process and for ease of comparison, these have been gathered together under ten 
common headings set out in Table 12. 
 
Table 12: Changes in outcomes reported by delivery staff (T1 – T2) 
 
Outcome/Goal/Action 
to meet identified need 
 
Initial Check 
T1 
Follow-up Check 
T2 
Change 
Care Direct 42% 31% - 11% 
GP/nurse referral 23% 14% - 9% 
Carers’ Link 27% 14% - 13% 
Care & Repair 26% 14% - 12% 
Respite & sitting services 13% 3% - 10% 
Healthy lifestyle 22% 3% - 19% 
Practical support 17% 31% + 14% 
Emotional support 23% 21% - 2% 
Training needs 18% 3% - 15% 
Leisure & social support 12% 7% - 5% 
 
For this group of carers, within 12 months, identified needs had reduced in all the 
areas agreed for action with the exception of practical support, which has increased.  
The downward trend in each area suggests that carers have benefitted from their 
check and taken action to address at least some of the areas of previous concern.  
The upward trend in identification of practical support as an increasing need may 
reflect the greater willingness of staff to engage in more non-clinical discussions with 
carers coupled with greater knowledge of the range of local resources which may 
benefit carers and increased confidence in signposting to them.  The requirements 
for emotional and leisure/social support show the least change and greatest stability 
in demand which is not a surprising finding since changes related to broader lifestyle 
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and well-being may be more long term and require greater time, resources, personal, 
financial and professional support to achieve them. 
 
Areas of focus for the follow-up H&WB check 
The targets, goals and outcomes identified by carers in the first satisfaction survey 
(T1) taken together highlighted five key areas for focus in any follow-up H&WB check 
as follows: 
 
 Assessing physical health 
 Reviewing any new condition identified in the first H&WB check 
 Consideration of the emotional impacts of care giving 
 Consideration of the social impacts of care giving 
 Consideration of the practical aspects of care giving 
 
Carers responding to the satisfaction survey after a follow-up check (T2) were asked 
to assess the value that they attached to each of these five key areas of focus.  The 
responses of those who ‘strongly agreed’ with the importance of each key area are 
shown in Figure 12 which also highlights some of the different emphases placed on 
each aspect by male and female carers. 
 
Figure 12: ‘Strong Agreement’ with key aspects of follow-up check 
 
 
 
4.4.4 Stresses and strains (GHQ28) 
Although the sample is too small for any statistical significance and has a number of 
demographic variations from the initial satisfaction survey, there is a dramatic 
reduction in reported levels of stress measured by the proportion of those scoring 
‘high’ (5 and above) in each of the four domains of the GHQ28 as in Figure 13  
 
The first satisfaction survey (T1) showed that age range had a substantial 
association with carer stress and although there is a smaller proportion of those 
aged 45 - 59 years in the second (T2) satisfaction survey sample, there is a higher 
proportion of those aged 65 – 74 both of which showed ‘high’ scores in all domains 
in the first (T1) satisfaction survey.  This sample also has a higher proportion of 
those caring in excess of 50 hours each week, another indicator of ‘high’ scores from 
respondents to the earlier survey from which it would be reasonable to expect 
increased stress in this sample rather than the decrease noted in Figure 13. 
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Figure 13: ‘High’ GHQ scores after initial (T1) and follow-up (T2) checks 
 
 
Variations in relation to gender shown in Table 13 also reveal a number of interesting 
differences for future exploration.  While it is pleasing to see a downward trend in 
most domains, the increase in male physical strain and social dysfunction could be 
due to increased confidence through the H&WB check processes to owning up to 
problems! 
 
Table 13: Comparison of ‘High’ GHQ scores – initial and follow-up checks 
 
 
Men Scoring ‘High’ Women Scoring ‘High’ 
 GHQ 
A 
GHQ 
B 
GHQ 
C 
GHQ 
D 
GHQ 
A 
GHQ 
B 
GHQ 
C 
GHQ 
D 
First Check T1 5% 11% 6% 4% 16% 24% 11% 4% 
Follow-up Check T2 9% 9% 9% 0% 0% 9% 3% 0% 
 
4.4.5 Benefits & overall satisfaction 
Asked to identify the main benefits of the follow-up check, respondents provided a 
wide range of issues that have been gathered together for report into six key aspects 
and are summarised in Figure 14 below. 
 
Figure 14: Main benefits of a H&WB check identified by carers at follow-up 
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Twelve months after a H&WB check, health concerns and medical issues appeared 
to be largely ‘under control’ and to have reduced in significance for carers in the 
follow-up check. These findings build on and strengthen the comments of carers in 
the first satisfaction survey where they identified the need to make space in the 
check for discussion of emotional issues, which some found difficult to raise and for 
whom a well-trained professional, with the appropriate personal qualities and 
interpersonal skills was essential. 
 
Support for changes is linked to the on-going advice and guidance that carers 
referred to in reflecting on the ease with which they could achieve the first goals 
agreed and what would be necessary to help them achieve the longer-term lifestyle 
changes that many recognised were needed but which they were aware would 
require more commitment and a greater range of resources for success as 
suggested by the following extract: 
 
 
  
 
 
 
 
 
One in six (17%) carers identified access to information and advice as an important 
check benefit, not only now but to provide confidence and security that help would be 
readily available in the event of future difficulties and challenges.  The ‘future 
proofing’ of worries was something that many carers referred to at all stages of the 
study and the H&WB check clearly provided them with a single contact point, to a 
named professional, able to stand outside their family situations, with whom they felt 
ready to discuss issues to gain a balanced perspective and take control of the 
choices available to them. 
 
Building on the issues that had been identified in the first survey, carers were asked 
their opinion of a number of pre-selected check benefits and the proportion of 
respondents giving the highest rating -  ‘strongly agree’ - for each statement is 
reported in Figure 15. 
 
Figure 15: ‘Strong Agreement’ with check benefits 
 
‘At the time I was given lots of information and came away feeling very 
positive but it’s now more than a month later and although the physical 
problems have been sorted out, I find that nothing else has really changed 
and that time has flown by – as always just managing day by day.  Maybe 
trying to address everything at once is a bit too much and little and often is 
probably better’.                                                                (Female carer, ss232) 
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Male carers had used the opportunity offered by a H&WB check to seek out advice 
(42%), to set and act on goals (36%), focussing on their physical health needs (55%) 
whilst gathering support for their role (55%).   On the other hand, female carers 
placed greater importance on continuity, being able to re-visit the same member of 
staff with whom they felt that a relationship of trust and confidence had been 
established.  They were more focused on the importance of their emotional wellbeing 
(53%) than health needs (43%).   
 
Using a similar format, carers were asked their opinion of the follow-up check 
delivery with responses summarised in Figure 16. 
 
Figure 16: ‘Strong Agreement’ with follow-up H&WB check delivery 
 
 
Survey findings demonstrate that the value placed by carers on well-trained staff with 
the appropriate mix of personal qualities of empathy, kindness, reliability and 
appropriate interpersonal skills is clear.  Having established a relationship of trust, 
continuity was another key element in the satisfaction ‘mix’ for the majority of carers 
receiving a follow-up check.   Again there were differences associated with gender.  
Men were less likely (27%) to be ‘very satisfied’ overall with the follow-up check than 
women (50%), with smaller proportions of men (27%) feeling that their expectations 
had been fully met than women (44%). 
 
However, taking those who either agreed or strongly agreed together, there were 
very high proportions of carers who were satisfied overall (95%); who felt their 
expectations had been met (95%) and who would like the H&WB check to be an 
annual event (94%).  Figure 17 shows an increase in satisfaction in all three areas 
from the responses to the same questions in the initial satisfaction (T1) survey and 
those responding after the follow-up check in the second (T2) satisfaction survey. 
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Figure 17: Change in satisfaction from Initial (T1) to Follow-up (T2) Check  
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4.5   Delivery Staff – Interviews 
 
A purposive sample of 12 sites was identified at the end of the programme and front 
line staff directly involved in the delivery of H&WB check at these sites who identified 
themselves were invited to take part in an interview in March/April 2011.  The 
interview involved face to face administration of a semi-structured questionnaire. 
 
A range of staff involved in their local programme in different ways identified 
themselves for interview as follows: 
 
Health Care Assistant (HCA)  x7 
 Practice Manager    x6 
 Administrator / Medical Secretary  x2 
 Assistant Practitioner/Nurse  x1 
 Receptionist     x1 
 
Staffing  
In nearly every case, the decision to join the programme had been made by the 
practice manager or a head office manager in the case of the pharmacy, in varying 
levels of consultation with clinicians and front line staff in the practices which led 
inevitably to low levels of perceived ‘buy in’ from a GP lead in most cases.  Although 
a lack of GP lead interest was mentioned as a significant barrier in several 
interviews, the greatest barriers for nearly all lay in the availability of administrative 
and nursing capacity. 
 
Practices used staff in a variety of ways driven more by individual interest, availability 
or willingness to take on short-term involvement in a pilot project rather than an 
integrated ‘whole team’ approach.  In recognition of the administrative burden of new 
paperwork associated with both a pilot project and two concurrent research studies, 
there was additional specific programme funding allocated to administrative support 
and this meant that those taking on some of the more clerical aspects of programme 
management were generally offered time as a formal addition to their existing 
contract.   
 
Earlier provider data supplied to the evaluation team confirmed that HCAs were 
responsible for delivery of the majority of H&WB checks at the front line and where 
staff at this level were part-time, they were more likely to be offered additional hours 
in a formal contract extension which provided a firm foundation for the programme 
within those particular practices.  Outside of this possibility, it appeared that HCAs 
were not awarded formal contract amendments and a variety of arrangements were 
used to ‘fit the checks in’ around existing workloads, with accompanying lack of 
clarity for all about roles and responsibilities.  One manager in a small practice who 
had wrestled with these dilemmas felt that ‘larger practices had more options to 
juggle with other staff’’.  One practice recognised early on that they did not have 
sufficient internal capacity to staff the programme adequately and partnered with an 
external third sector organisation with which they had existing contact to provide the 
service.  This arrangement facilitated the provision of formal short-term, part-time 
contracts for two nurses and an advice & support worker. 
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Carer identification & registration 
All but one of those interviewed considered that new carer identification had been a 
major challenge in managing the programme.  Staff recognised the reluctance of 
many family caregivers ‘to accept the badge’.  Others felt that the programme may 
well raise unrealistic expectations for carers and this was a particular concern of 
those situated in more rural, isolated communities where there was a lack of town 
resources and very limited offer of services and supports often inaccessible for those 
living on basic incomes without transport. 
 
All those interviewed suggested a wide range of ways in which they were able to find 
and register ‘new’ carers not already on their lists.  This was an area in which there 
had been much guidance and advice from the Programme Team and area support 
workers which was highly valued by delivery staff.  Several of those interviewed 
acknowledged that at the start of the programme their existing carers’ register was 
very small and of poor quality, frequently out of date and inaccurate.  A real benefit 
of the programme for practices had been the opportunity to clean and update their 
carer registration data, to which for many the additional administration funding had 
been applied. 
 
Check delivery 
Delivery arrangements in this sample were evenly divided between those offering 
clinics and those choosing more flexible individual appointments.  Most offered more 
than one clinic day each week which normally took place in the afternoon which was 
seen as a time when more carers were less busy with caring tasks.  One surgery 
‘slotted a H&WB check in at the end of existing health care assistant clinics’ primarily 
because of the emotional stress experienced by delivery staff in trying to offer ‘four 
or five on the trot’ in a clinic-based model.  Practice managers also mentioned the 
difficulties of absorbing the cost of missed appointments in a clinic situation when 
carers failed to turn up. 
 
The weight of paperwork was mentioned by nearly all interviewees as a cause of 
some additional stress in delivery.  On further exploration difficulties appeared to 
arise primarily from the variety of different requirements for information collection 
from the Programme Team for financial and management information, as well as 
from the evaluation teams, both nationally and locally which could not for reasons of 
ethical approval protocols be combined or shared in any helpful way.  The 
Programme Team responded to concerns in this regard in the early phases of 
delivery, and more unified documentation was distributed.  Those most committed to 
‘making it work’ appeared to adopt a local approach and adapted what was needed 
to suit the resources and skills available to them in their own situation and for those 
joining the programme in the later phases, the pressure of paperwork appeared to 
have reduced. 
 
Practice culture 
Only one practice rated the current attitude and understanding of carers by staff in 
their practice as poor.  Changes brought about by the programme included a specific 
question about caring on the ‘new patient’ form; a higher profile for carers with all 
staff ‘thinking carer’; increased interest and involvement of a wider team, including 
clerical and administrative staff as identifiers of carers in waiting rooms and at 
enquiry desks; an increase in GP knowledge and recognition of carers in 
consultations by clinicians.  However, only three interviewees had any knowledge or 
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understanding of the protocol for making a referral for a Carers’ Assessment but 
nearly all thought it was a GP responsibility and that arrangements existed 
elsewhere ‘in the system’ to take this forward. 
 
Participants spoke about their increasing understanding of the caring role and tasks 
and of the importance of gathering information about a range of local resources.  
One nurse said that at the start of the programme she had ‘no idea about Care 
Direct or Carers’ Link’ and had in fact found out that carers themselves ‘were the real 
experts’ and she had begun to draw on their knowledge as a source of information 
which she could collate and pass on to others. 
 
Some staff rated their practice links with voluntary and support organisations as poor 
indicating a more inward-looking culture than others where links were active and 
productive and interviewees were able to name a range of organisations on which 
they were able to call.  All but one of those interviewed felt they were making good or 
excellent use of a named staff member identified in the team as ‘the carer champion’ 
and it appeared to be the case that the programme was generally offered by one or 
two staff who took on the role as an individual challenge or because of a personal 
interest.   
 
Team meetings to discuss the programme, deal with problems and celebrate 
successes appeared to be absent from the management arrangements in most 
practices although some (3) did say that they had developed a ‘carer slot’ on the 
agenda for monthly or bi-monthly practice meetings and one said that ‘ad hoc’ 
arrangements had been made ‘on a couple of occasions at particular pinch points, 
for a fire-fighting review of progress’.   
 
Asked about IT, staff referred to a myriad of different systems, for example EMIS, 
Vision, iSoft Synergie, System 1, clearly making the implementation of programme 
requirements a very idiosyncratic process.  Almost half of those interviewed felt that 
their READ coding to identify carers was good or excellent while others struggled to 
improve, citing difficulties with data protection and patient confidentiality making it 
particularly difficult to make the link between carer and cared for which most staff 
readily acknowledged was an important relationship to record.  Extra difficulties were 
highlighted where carer and care recipient are not living in the same house.  
Effective management and use of IT did appear to be associated with success in 
increasing the number of registered carers in practices. 
 
Although the goals and outcomes from each H&WB check were generally entered 
into the patient record system in some way (scanning or direct input), processes for 
tracking, monitoring or obtaining feedback either from carers themselves or any of 
the service providers to whom they may have been referred appeared to be lacking 
in almost every case and staff were frequently disappointed.  Follow-up letters 
confirming the agreed outcomes were only mentioned by one interviewee although 
others did indicate that they were going to offer the follow-up checks and this would 
allow for some feedback to take place. 
 
On gathering the views of carers, staff from only two of the practices felt this was 
something that they did well.  The remainder indicated that ‘there is no loop at all, 
nothing specific for carers’ even though several did have a comments box and all 
took part in regular GP appraisal/patient surveys. 
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Benefits for staff 
Nearly all of those interviewed considered that the programme had offered those 
who delivered the H&WB check in their practice improved job satisfaction and 
enjoyment, and a new opportunity to develop, to extend their role and to take the 
lead in an important area of practice so that they had permission to become 
‘immersed in carer issues’. 
 
However, for some the experience had been hard and stressful.  They had felt 
unsupported and ‘completely out of their comfort zone’.  There was a feeling that the 
role required special training and/or qualifications to deal with the complexity of 
issues – health, social, emotional, practical - all coming together in a way which is 
not a normal part of a health care assistant’s practice.   One member of staff 
commented that  
 
 
 
 
 
 
 
This comment clearly highlights the need for clinical supervision and arrangements 
for de-briefing for front line staff as an integral of a H&WB check service but access 
to these supports appeared to be very much the exception rather than the ‘norm’ for 
this group of staff. 
 
Despite these pressures, over half of those interviewed considered that there was a 
need for a carer-specific check and that they would like to see the checks continue in 
some form. Staff were overwhelmingly satisfied with what they had been able to offer 
to carers as a result of the H&WB check programme but asked to assess the 
likelihood of continuing the programme after the pilot, there was more pessimism.   
Competing priorities to deliver services directed by the national Quality Outcomes 
Framework (QOF) to which individual practice income is formally linked was 
mentioned as a significant constraint by several interviewees on take-up and 
commitment of on-going resources to develop the programme. One member of staff 
noted that ‘QOF pays our wages’ and there was a general feeling that continuance of 
the programme would depend on external, national drivers not least the significance 
attached to carers in forthcoming government policy.    
 
Benefits for carers 
As well as benefits to their own development, staff also considered that there were a 
number of benefits for the carers who had participated in the programme.  Some 
mentioned improved relationships with the surgery which would pay dividends later 
in the caregiving trajectory as changes occur.  Nearly all felt that there was 
recognition and validation of the carer role in a way that would not have happened 
without the programme.  Several members of staff felt that as well as the health 
benefits associated with uncovering new conditions, the H&WB check had provided 
time for talking and information that improved the social and emotional well-being of 
their patients.  One nurse commented that the wide scope of the check meant that 
‘there was something done for everyone who came in’. 
 
 
‘….by the end, I was feeling sick every time an appointment was 
coming up and it was only because there were two of us doing it that 
we could help each other and talk through it all afterwards’   (pi012)                   
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Improvements & sustainability 
Asked about improvements or adaptations for sustainability, staff suggestions 
included: 
 
 A shorter check to enable 6 appointments per clinic 
 
 Train carer champions as ‘sign-posters’ to other services, resources and support 
 
 Make explicit links with other chronic disease clinics to ‘add in’ a specific carer 
element for example 15 minutes as part of a health promotion clinic 
 
 Retain the useful booklet but produce it in a loose-leaf format so that it can be 
amended and updated as frequently as necessary and perhaps more tailored to 
different types of caring – children; mental health, elderly frail; dementia etc. 
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4.6 BME Carers 
 
At its inception, the National Strategy for Carers - Caring about Carers (DH, 1999), 
acknowledged the lack of information about the specific needs of carers from black, 
minority ethnic (BME) groups.   A survey in 2007 showed that 10% of carers in the 
UK were from BME backgrounds (Yeandle et al, 2007) and compared with other 
carers, these communities are more likely to: 
 
 report that they struggle to make ends meet; 
 be caring for their children, particularly children aged 20-25; 
 be caring for someone over the age of 85; 
 be caring for someone with a mental health problem; 
 say they are using Direct Payment arrangements to pay for services; 
 say that they are unaware of local services. 
 
The H&WB check programme in Devon provided a valuable opportunity to engage 
BME carers in the development of a check adapted to their needs and the local 
evaluation study gained insight into their experiences.  
 
The Hikmat Black and Minority Ethnic Centre (Hikmat) is a resource based in Exeter, 
part funded by Devon County Council.  Hikmat centre staff and project support 
workers, already working with mainly Asian and Chinese communities across Exeter 
and north Devon, were used to identify potential carers and to prepare and support 
those willing to do so to take part in both the H&WB check itself and the evaluation 
study.   
 
To facilitate the evaluation study, Hikmat project support workers formed a Research 
Reference Group.  Members identified themselves as Chinese, Arabic and Bengali 
speakers and met on five occasions to review processes and documentation, to 
receive feedback on progress and ensure that resources were available to facilitate 
participation in the evaluation by all carers wishing to do so.  Invitation letters, the 
evaluation information sheet and the General Health Questionnaire were offered in 
translation in Mandarin, Urdu, Arabic and Bengali.  The evaluation study utilised the 
same initial background questionnaire as for all other adult carers but with the 
removal of the Carer Strain Index which Hikmat project workers advised contained a 
number of concepts too difficult to convey accurately in translation 
 
Project workers were available to carers for whom English was not their first 
language to help with interpreting, translation and completion of questionnaires and 
other paperwork throughout the programme. 
 
At the end of the H&WB check appointment in a Hikmat centre, all participants were 
invited to complete: (1) an initial postal survey gathering background information 
which was followed up for those identifying themselves to the evaluation team by (2) 
an invitation to attend a focus group in order to provide feedback on their individual 
experiences and perceptions of the H&WB check process and outcomes.   
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4.6.1 Provider processes and outcomes 
 
Hikmat checks were delivered exclusively by a St. John Ambulance nurse in ‘clinic 
style’ appointments in local community resource centres in two principal towns, 
Exeter in East Devon and Barnstaple in North Devon.   
 
A total of 65 checks was delivered and 57 post-check summary forms (88%) were 
returned by the provider to the evaluation team between June 2010 and March 2011.  
In just under one quarter (24%) of checks, a translator was present but the average 
duration of each appointment was just 56 minutes against a programme target of 60 
minutes and is an impressive achievement when compared to other adult carer 
checks which ranged up to 120 minutes in some cases.  Hikmat managers, project 
workers and the St. John Ambulance nurse all reported allocating a considerable 
amount of time to explaining the H&WB check processes and benefits to potential 
participants and community leaders before any appointments were made.  This early 
investment appears to have been worthwhile in establishing trusting working 
relationships which then facilitated focussed and efficient use of time in the face to 
face consultations.   
 
A vascular check was included in 65% of these checks compared to 39% in the total 
study sample.   A new condition was highlighted in a quarter of cases and these 
carers were either referred direct or advised to make a further appointment with their 
GP practice. 
 
A summary of all goals and outcomes reported by the delivery nurse drawing on the 
data from the post-check summary forms submitted to the evaluation team is 
presented in Figure 18.  Given the potential for poorer understanding and knowledge 
about benefits entitlements, processes and procedures, it is not at all surprising to 
find that referral to Care Direct was an agreed target for action in the vast majority of 
cases.  Other outcomes are similar in range and proportion to those in the whole 
study population (See Figure 1, p. 19)  
 
Figure 18: BME carers – Outcomes reported by delivery staff after initial H&WB 
Check 
42%
70%
53%30%
54%
32%
18%
9% 12%
Care & Repair
Care Direct
Carers' Link
Emotional support
GP/Nurse referral
Healthy lifestyle
Leisure & social support
Practical support
Training needs
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4.6.2  Carers’ background questionnaire 
 
A total of 65 H&WB checks were delivered and 19 (29%) carers returned completed 
anonymous initial background questionnaires direct to the evaluation team. 
 
General carer characteristics 
The general characteristics of the BME carers in our sample are summarised in 
Table 14 with data from the total study and programme samples for comparison. 
 
Table 14: General characteristics of Hikmat / BME carers 
  BME 
Carers 
Hikmat 
Total 
Research 
Sample 
Total 
Programme  
Sample 
Responses  19 723 2427 
Gender Men 11% 29% 26% 
Women 89% 71% 74% 
Ethnicity Chinese 53% 2% 1% 
Black African 11% <1% <1% 
Bangladeshi 21% 1% 1% 
Other Asian 15% <1% <1% 
Age Under 24 years 31% 1% 1% 
25-64 years 51% 48% 48% 
65-74 years 6% 30% 25% 
75-84 years 13% 18% 21% 
85+ years 0% 3% 6% 
Relationship to 
care recipient 
Parent/in law 28% 20% 20% 
Partner/Spouse 50% 62% 60% 
Child 18% 10% 13% 
Length of time in 
caring role 
0 - 2 years 16% 16%  
2 - 5 years 26% 35% 
6 - 9 years 0% 17% 
10 - 20 years 37% 21% 
20+ years 21% 12% 
Hours spent 
caring per week 
0 - 20 hours 26% 18% 
21 - 30 hours 11% 8% 
31 – 50 hours 26% 17% 
51+ hours 59% 57% 
Employment 
status 
Working F/T&P/T 42% 23% 
Retired 32% 56% 
Unable to work due to caring 5% 16% 
Practice visits in 
last 12 months 
Average consultations GP 4 3.4 
Average consultations  Nurse 1.3 1.9 
Perceptions of 
own health 
Self-identified disability 21% 32% 
Good health 21% 34% 
Fairly good health 74% 51% 
Not good health 5% 15% 
Hospital 
admissions in 
last 12 months 
Carer admitted 21% 9% 
Care recipient admitted 18% 27% 
Respite day or night 11% 15% 
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Just under one third of this group (32%) was registered as a carer with their GP 
practice compared to nearly three-quarters of all other adult carers in the study.  The 
vast majority of this sample were the main carers (90%) and lived in the same house 
(95%) as the care recipient.  The majority of carers were female and indicated a 
Chinese or other Chinese background.  This sample contains a higher proportion of 
younger carers, below 24 years of age and a correspondingly lower proportion in the 
range 65-74 years than the whole study population.   The majority of this group 
(58%) have been in their caring role for more than ten years compared to only 33% 
in the total research population with a higher proportion caring for children (18%).   A 
smaller proportion of this sample (37%) indicated that they spent in excess of 50 
hours each week caring but a high proportion (42%) reported working either full time 
or part time alongside their caring tasks which was the case for only 23% of the 
study sample as a whole.  
 
There appeared to be little difference between samples in the average number of 
visits made in the previous twelve months either to the GP or to the practice nurse.  
A smaller proportion of the BME sample (42%) attend a regular clinic compared to 
60% in the whole study population with nearly half (44%) attending for blood 
pressure and heart disease in line with the whole study population.  There is an 
interesting variation in self-reported health status compared to the whole study 
population with a very small proportion (5%) of the group rating their health as ‘not 
good’.  However, rather more (21%) had been admitted to hospital in the last 12 
months – one third as emergencies - compared to only 9% in the study population, 
which may suggest that problems are only addressed at crisis points. 
 
Although numbers are small (n=19), analysis of carers’ responses to the GHQ28 
questionnaire showed that women were more likely to score ‘high’ (5 and above) in 
all domains with 14% of female carers aged 25-44 scoring at a level giving cause for 
concern in domain B measuring anxiety/insomnia.  Going further in responding to 
individual items in domain B, nearly one third (30%) responded that they had 
recently had difficulty staying asleep ‘rather more or much more than usual’ and over 
a quarter (28%) had been feeling constantly under strain ‘rather or much more than 
usual’.   In relation to specific items in domain A (physical strain), just over a quarter 
of BME carers (28%) reported that they had been feeling run down and rather out of 
sorts ‘rather more than usual’.   
 
4.6.3 Care recipient characteristics 
Respondents to the initial survey were asked about the demography of their care 
recipients and the general characteristics reported by carers are shown in Table 15. 
 
Equal proportions of care recipients are male and female and the majority (61%) are 
aged 60-74 years, compared with 19% of the whole study population.  Just one third 
of this group of care recipients have physical difficulties compared with two-thirds in 
the same category in the whole research sample.  Care recipients of this group of 
BME carers are more likely to have sensory impairments and learning difficulties 
than those in the total research sample. 
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Table 15: Characteristics of care recipients 
  BME  
Hikmat 
Sample 
 
Research 
Sample 
Gender Male 50% 52% 
Female 50% 48% 
45-59 years 11% 0% 
60-64 years 17% 0% 
65-74 years 44% 19% 
75-84 years 17% 27% 
85+ years 6% 14% 
90+ 0% 10% 
Health 
Conditions1 
Physical difficulties 32% 60% 
Dementia/Alzheimer’/Parkinson’s 21% 30% 
Sensory impairments 36% 23% 
Learning difficulties 36% 11% 
Mental health problems 0% 15% 
Respiratory/chest conditions 0% 2% 
Diabetes 6% 6% 
Arthritis/joint problems 0% 5% 
1 
Totals do not add up to 100% as care recipients may have more than one condition 
 
4.6.4 The focus groups 
Five focus groups took place between July 2010 and March 2011 and carers were 
individually invited to take part in discussions through their project support worker, or 
the Hikmat administrator or the evaluation team.  Each session lasted for 120 
minutes using a topic guide agreed with the Hikmat Research Reference Group and 
with the prior consent of all participants an audio-recording was made to assist 
researchers in the analysis of issues raised in discussion.   
 
Twenty six carers took part in the focus groups as set out in Table 16.  The majority 
(81%) had undertaken their H&WB check at a Hikmat community centre with a St. 
John Ambulance nurse; 3 carers had their check in a GP practice and one carer had 
attended at a pharmacy. 
 
Table 16: Focus group attendance 
Date Location Male Female 
Ethnicity/ 
Languages 
Translators 
July 2010 Exeter 2 6 Chinese 2 
Nov 2010 
Barnstaple 3 3 
Asian 
Bengali 
Arabic 
Urdu 
3 
Dec 2010 
Exeter 1 5 
Chinese 
Arabic 
1 
Feb 2011 
Barnstaple 2 0 
Greek 
Bangladeshi 
1 
Mar 2011 
Exeter 2 2 
Chinese 
Bangladeshi 
1 
Totals  10 16  8 
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Monitoring sheets completed prior to the start of each session provided some 
general background characteristics summarised in Table 17 alongside a short 
comparison with the total study population.  
 
Table 17: Summary of Focus Group Characteristics and Total Study Sample 
Focus Group Participants 
 
    Total Study Population 
 Most carers were in the ranges 25-44 
years and 45 – 64 years 
 Over half of carers are 65+ years 
 Just under half (48%) were in some 
form of current employment 
 Majority (56%) retired 
 Most carers were caring for either a 
partner (32%) or parent (28%) 
 Most (62%) caring for partner 
 Most carers (58%) had been in their 
caring role for between 1 – 5 years 
 Over a third (38%) have been in their 
caring role for 10+ years 
 The greatest proportion were 
spending either less than 20 hours 
per week caring (40%) or between 
41-51hours each week (16%) 
 The majority (57%) were spending 51+ 
hours per week caring 
 
Most carers attending the focus groups were female (60%) between 25 – 64 years of 
age (85%) and in some form of employment (48%).  Most were caring for a partner 
and were in the early stages of caring (1-5 years), spending either under 20 hours or 
between 41 -50 per week on caring tasks.  
 
Although the survey data suggest that BME carers do make use of their GP 
surgeries they identified a number of difficulties or barriers that made them feel 
unwelcome or discouraged them altogether and guided their choices away from a 
practice setting for their H&WB check.  Carers were ambivalent about asking for help 
from their GP practices particularly when they had been rebuffed in the past: 
 
 
 
 
 
A number of other barriers were regularly identified in the focus groups. 
 
Language 
Language was a primary inhibitor for both carer and cared for in many areas of their 
lives outside the family.   The difficulties of getting an appointment or trying to 
undertake a consultation on the telephone were highlighted as particularly stressful.  
The absence of facilities for translation as part of a consultation was frequently 
mentioned.  Carers felt that GPs in particular made assumptions and expected that 
those accompanying someone to an appointment would automatically act as 
translator which made for a very uncomfortable consultation for the following carer: 
 
 
 
 
‘I asked for a check but the GP he say – you look healthy – you don’t need a 
check’                                                                                        (Male carer, FG311) 
 
‘GPs make assumptions and expect you to translate – sometimes it’s not 
appropriate to be an interpreter for your mum’        (Female carer, FG110) 
 
 
 63 
 
Terminology, particularly in relation to medical conditions, medications and dosage 
was difficult to understand and even for those who considered that they had a 
competent standard of English, it was difficult to find some medical words in the 
dictionary or on the internet.  The very short time given to each appointment in the 
GP practice did not allow for clarification of understanding or discussion of the 
meaning of the messages that were being delivered by professionals which left 
carers in an unsatisfactory position: 
 
 
 
 
 
The problem for this focus group participant became compounded when trying to 
understand the written instructions on medication from the pharmacist and all felt 
that more time could be given to BME patients at each stage in the process of a 
normal GP appointment to check their understanding and clarify what had been said. 
 
Some expected that GPs would be more pro-active in making the links between 
carer and cared for and that the professionals would take the initiative to start 
discussions about daily living and caring tasks and felt rejected when this was not 
the case: 
 
 
 
 
 
 
 
Internal barriers 
There was however high regard for doctors and carers understood that they were 
busy people and there was a sense in which they considered that a GP consultation 
was only warranted for an acute illness or crisis and that preventative work or ‘small 
worries’ were not appropriate to be taken into the surgery: 
 
 
 
 
 
 
 
 
 
 
It is noteworthy that none of the carers in one group were aware of their entitlement 
to a ‘flu vaccination and these comments lend strength to the questionnaire data 
noted earlier showing a higher rate of emergency admissions amongst this group of 
BME carers than in the general study population of carers. 
 
There was recognition amongst some participants that not all barriers were external: 
 
 
‘The doctor says to me – you have diabetes – and I say OK but you don’t 
know what diabetes means’                                                        (Male carer, FG) 
 
‘Didn’t get any information from the GP about being a carer – there’s no 
support.  If a GP sees someone like my <relative unrecovered from recent 
stroke> the GP should point you in the direction of what support there is, 
not just leaflets on a stand’                                                (Male carer, FG211) 
 
‘Don’t have the time to go to the GP.  If you’re ill, you cope…you’re more 
 concerned if who you care for is ill’                                (Female carer, FG110) 
 
 
‘Doctors don’t give you information … if you are ill they help with that but 
they don’t do preventative checks… GPs don’t do a health check’ 
                                        (Male carer, FG110)  
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Some worried about parting with personal information and the impact this might have 
on other aspect of their lives: 
  
 
 
 
 
Indeed, establishing the requisite trust for a check to take place was a key element 
of the sometimes constant support offered to some carers by project workers. 
 
Culture 
In these circumstances, it was not surprising that most focus group participants were 
reinforced in their belief that they should rely on their family and friends from their 
own community for help and support in caring which approach fitted more closely 
with their cultural perceptions, expressed by the following extract: 
 
 
 
 
 
 
In talking about their caring roles to researchers in a previous study carers from non-
BME backgrounds frequently referred to feelings of guilt or individual failure when for 
instance caring relationships broke down or ended in admission to residential care 
but rarely mentioned ‘shame’.  In these focus groups, ‘shame’ was a word that was 
frequently used by carers to describe their feelings and reasons for keeping going, 
exemplified by the following extracts: 
 
 
 
 
 
 
  
 
  
This seemed to suggest that for BME carers, pressure resided in a wider and more 
overt cultural imperative to care and to keep problems inside the family than the 
more individualistic approach of the non-BME groups perhaps more accustomed to 
benefits and services, like the NHS, which are free at the point of delivery.  Reliance 
on self and family was more understood than support from government, as 
expressed by the following carers: 
 
‘We  <Asian communities>  don’t like giving out personal details – don’t like 
telling someone everything… you worry that something bad might happen’  
                                                                                              (Female carer, FG311) 
 
 
‘Three things stop people coming forward.  Some carers hide behind I don’t 
have time because I have to look after my wife, bother, mother etc., the 
second one is they are scared and the third one is they are lazy.  I’ve done 
them all so I know!’                                                                 (Male carer, FG211) 
 
‘I haven’t spoken to anybody so don’t blame the GP’   (Female carer, FG710) 
‘My main duty in our culture is to look after our parents when they get 
older.  I always felt that I need to look after my parents. It’s a family thing’    
               (Female carer, FG110) 
 
 
 
'Asian communities keep any problems to themselves as feel shame if can’t 
look after their family’                                                       (Female carer, FG311) 
 
 
 
 
‘It’s shame if people say why can’t you look after your <relative>’      
          (Male carer, FG211) 
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As is widely acknowledged, those providing unpaid help and support to a member of 
their family often find it difficult to accept the title ‘carer’ and focus group participants 
considered that this constraint was amplified for BME carers by deeply held cultural 
values and sometimes simply by difficulties in translating the word ‘carer’ into 
languages where nothing even approximate existed, expressed as follows by focus 
group participants: 
 
 
 
 
 
 
 
 
But there was a sense in which the H&WB checks had started to make a change in 
the way at least those who had been involved in the programme were thinking: 
 
  
 
 
 
 
  
 
 
Check delivery 
Focus group participants considered that the venue, ‘clinic-style’ delivery, check 
duration and type of person who delivered the check were all key elements of its 
success.  For many, coming forward for a H&WB check was something of a ‘step 
into the unknown’ and the fact that it would take place in familiar and trusted 
surroundings in which there was immediate access to social and emotional support 
was a prime consideration in their decision to participate: 
 
  
 
 
 
 
 
 
  
 
‘Culture can be a barrier – keep it within the family – if there is something 
wrong the family will sort it out’                                      (Female carer, FG210) 
 
 
‘It’s very difficult because of the culture, benefits is for the poor…would only 
go to the government if it was desperate’                         (Male carer, FG211) 
 
 
‘If the council say here is free cake … free cake for everyone… I don’t believe 
it, I would think what’s wrong with the cake, is it poisoned?’     
                   (Female carer, FG311) 
 
 
 
 
‘If I carer for a member of my family you don’t think I am a carer …. It takes 
time to accept that you are a carer….our culture stops people.’         
        (Female carer, FG311) 
 
 
 
‘We have moved forward a little bit but it takes a lot of time.’     
                                                                                                (Female carer, FG311) 
 
 
 
‘…need to stop thinking that it’s in our culture and that it’s just what we do, 
but understand that we can get help with things’            (Male carer, FG110) 
 
 
 
‘I kill two birds with one stone…I don’t have much free time so I go have 
check and   can talk with friends too.’                                 (Male carer, FG211) 
 
 
 
‘It’s like an exam <at school>, when you come out of the check!  People to 
talk to about it when you come out!’                                  (Male carer, FG211) 
 
 
 
 
‘If it wasn’t at the centre – somewhere I can trust – I wouldn’t have gone.’ 
                                                                                                   (Male carer, FG211) 
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Participants also felt that the H&WB checks should be promoted not only in GP 
practices and libraries etc., but also more strongly in the community and resource 
centres to emphasise their eligibility for a check and reach more BME carers. 
 
There was unanimous agreement about the duration of the H&WB check.  
Participants felt that it had been really designed for them and knowing that they had 
‘a whole hour dedicated to them’ to go through anything of concern gave them 
‘peace of mind’.   Having a personal invitation to the check was also important in 
helping carers to accept help, to focus on their own needs without feeling guilty or 
that they were being a burden to others exemplified in the following extract: 
 
 
 
 
 
Some participants said that it was easier to talk to a female nurse and although if she 
was in uniform it confirmed for them that she was professionally trained, personal 
qualities of empathy, listening and kindness were mentioned by almost all 
participants as some of the key elements of a successful H&WB check consultation 
The St. John Ambulance nurse was widely praised for the way in which she had 
delivered the check, listened to problems and recommended helpful changes or 
signposted to other resources.  Her recommendations had often been the prompt 
they needed to make an appointment to see the GP for their own health needs. 
 
Appraisal of the booklet 
Translated versions of the preparation booklet ‘How to get the most out of your 
health and well-being check’ were widely appreciated although it was noted that 
some words and concepts were hard to express adequately in other languages. 
Nearly all participants had found the booklet useful but some felt it was rather long 
and involved ‘too much writing’.  As with other adult carers, the sections highlighted 
in the focus groups as least useful were personal plans and the questions about 
alcohol and smoking. 
 
Outcomes 
Improving daily exercise emerged from discussion as the most frequently agreed 
goal for those in the focus groups and the health aspects of the H&WB check 
appeared to be of greater importance and value than other elements such as 
practical, social or emotional issues.  It is easy to see that ‘body checks’ for a group 
of carers who have shown themselves to be reluctant to present at a GP surgery for 
small ailments really did deliver peace of mind.  There was also a sense in which the 
BME communities from which the focus group participants were drawn in Devon had 
formed their own social support networks through the pre-existing Hikmat projects, 
which already provided guidance, advice, training and development opportunities 
across a wide range of topic areas relevant to BME communities suggested by the 
following extracts: 
 
 
 
 
 
 
‘If we are invited to go somewhere then we would go but otherwise I 
wouldn’t make an appointment for myself.’                   (Female carer, FG110) 
 
 
 
‘I’ve learnt such a lot from all the training we’ve done…the booklet made 
people ask different questions and we’ve had to explain about things like 
Chlamydia… absolutely unheard of before.  I’ve really enjoyed it!’     
                    (Reference Group Member) 
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In these circumstances given that a place to air and share anxieties and concerns 
already existed, it is easy to see that a higher value should accrue to the health 
aspects of the H&WB check. 
 
Signposting to general advice and information particularly about financial matters, 
claiming benefits and entitlements was also mentioned by carers as an important 
outcome of the check and many carers had made contact with Carers’ Link, although 
one carer commented that on registration he had received ‘enough paper to 
decorate a room’.  Particularly for those carers where reading English may require 
greater concentration and determination, it may be more helpful to adopt a ‘little and 
often’ approach! 
 
Few BME carers had a contingency plan in place to provide help for the person they 
cared for if they themselves became unable to carry on caring.  Most in the focus 
groups were living in the same house as the care recipient and all reported that they 
had nearby relatives from extended families and assumed that if an emergency 
arose another member of the family would take over. 
 
 
Overall satisfaction 
Nearly all of the carers who took part in the focus groups expressed the view that if it 
had not been for the involvement of Hikmat, delivery in a community setting and 
access to the support of the project support workers, they would not have attended 
for a check.   
 
Asked about their overall satisfaction with the H&WB check they had received, all of 
the focus group participants considered that: 
 
 they were pleased with their H&WB check and valued the outcomes;  
 
 they would recommend it to other carers; 
 
 they would like to see the H&WB check continue as an annual event 
 
 
Research Reference Group Feedback  
There were five meetings of the Research Reference Group and feedback on 
progress was gathered on each occasion. 
 
Project support workers considered that the success of the programme was driven 
by the considerable amount of time spent, before delivery began, in explaining the 
concept of ‘carer’ so that individuals would understand and be more ready to accept 
‘There are all sorts of communities – Turkish, Bangladeshi, Polish, Chinese – 
we’ve all become friends through the community groups we attend.’  
               (Female carer, FG710) 
 
 
 ‘Normally we feel shy to talk about feelings but in a group you can talk to 
each other and share experiences.’                                  (Female carer, FG710) 
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the term; in introducing the nurse who would do the checks; and in explaining exactly 
what was involved and what would happen in each individual consultation. 
 
The project support workers felt that expectations were particularly low amongst 
members of BME communities as a result of the myriad of adversities faced in 
coming to a new country and the often negative experiences for many of any 
engagement with authority figures.   Against this background, establishing trusting 
relationships was an essential pre-requisite of the H&WB check programme which 
had taken a great deal of time and personal investment.  This did not prevent carers 
sometimes cancelling agreed appointments, leaving support workers frustrated and 
disappointed some of the time. 
 
However, there had been much positive feedback from those carers who did 
undertake a H&WB check which had helped them to feel encouraged and validated 
in their support roles.  For themselves, support workers also reported that the 
training they had received as part of their involvement in the project had been a very 
positive personal development which had enabled them to engage with their own 
communities in different ways to ask new questions and support change. 
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4.7 Young Carers’ Activity Days 
 
Many children and young people are involved in caring for parents, siblings, 
grandparents and other relatives who have an illness, disability or mental health 
condition or other need for care or supervision (Aldridge & Becker, 2003).  Young 
carers are defined as ‘children and young persons who provide significant or 
substantial assistance or support to another family member and take on the 
responsibilities for that person that would normally be associated with an adult’,  
(Becker, 2000).  Increasingly, a range of professionals working with children in 
health, social care and education are recognising the needs of young carers and the 
two most recent government strategies (DH, 1999; DH, 2008) focussing on the lives 
of informal caregivers have attended  to what should be done to support young 
people in caring roles.  Against this background, the programme of H&WB checks in 
Devon was extended specifically to include an intervention that would be appropriate 
for the needs of young carers.  The H&WB checks delivered in GP practices and 
pharmacies were not available for young people under the age of 18 years and an 
alternative framework for the delivery of a ‘check’ that would be acceptable and 
support young carers in their role was developed.   
 
4.7.1 Framework for the events 
Two ‘Health & Well-being Activity Days’ designed in collaboration with young carers 
and young people’s support workers, took place in Exeter in October 2010 at a 
sport’s club conference centre and in Newton Abbot in March 2011 at a young 
people’s resource centre.  The events were supported and delivered by Devon 
Young Carers’ Consortium and Young Devon.  Young carers identified via their 
existing locality project networks were invited and supported to attend as 
summarised in Table 18. 
 
Table 18: Young carers’ events - venues and attendance 
 Venue Locality Projects Young Carers Attendance 
October 2010 Exeter  6 57 
March 2010 Newton Abbot  6 47 
Totals  12 104 
 
At both events, all young carers, in their locality project groups, had the opportunity 
to visit each of six activity zones, in rotation, during the day.  Zone activities were of 
approximately 45-minutes duration each focussing on the key issues identified as 
important by young carers on which they needed more information, advice and 
support in order to better understand and cope with their caring roles.  Content was 
varied at each venue but the focus of the zones was as follows: 
 
1.  Healthy lifestyle, fitness and food 
2.  Dealing with bullying and improving self-esteem 
3.  Relaxation and controlling stress 
4.  Diagnoses, medications & information 
5.  Leisure activities & accessing funding 
6.  Addictions: drugs, alcohol, smoking & caffeine 
 
In addition, two GPs were available throughout each event for individual 
appointments and consultations, either pre-booked or arranged during the course of 
the event. 
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Letters of invitation and information sheets about the evaluation had been provided 
to young carers prior to their attendance at each event to ensure that there was time 
for them to make an individually informed decision to take part in the evaluation in 
discussion with parents, carers and other supporters significant to them.  At each 
event, young carers were invited to complete (1) an externally validated 
questionnaire (PANOC-YC20) to assess both the positive and negative impacts of 
their caring roles and tasks (Joseph et al, 2009); (2) a monitoring form to gather 
demographic data and information about caring tasks and (3) entry and exit cards in 
each zone to record their expectations, experiences and learning from each activity.  
The exit cards were produced in self-duplicating format so that each young carer 
could retain a copy for their own record.                                         
 
4.7.2  General characteristics of young carers         
Basic characteristics of young carers gathered from the monitoring forms are 
summarised in Table 19. 
 
Table 19: Summary characteristics of young carers 
  Young Carers 
% 
Responses  104 
Gender Male 29% 
Female 71% 
Ethnicity All white groups 100% 
BME 0% 
Age Under 12 years 18% 
13 years 27% 
14 years 21% 
15 years 18% 
16 years 12% 
17+ years 8% 
Relationship to care recipient Mother 63% 
Father 6% 
Brother / Sister 25% 
Grandparent 3% 
Step-family member /Other 3% 
Length of time in caring role Under 1 year 14% 
1 - 5 years 45% 
6 - 10 years 20% 
11+ years 20% 
Hours spent caring per week 0 - 10 hours 15% 
11  - 20 hours 12% 
21 – 30 hours 33% 
31 – 40 hours 15% 
41 – 50 hours 3% 
51+ hours 18% 
School or College Attendance Full or part-time 77% 
 
In this sample, almost all (94%) were living in the same house as the person they are 
caring for and over one-third (35%) reported that they were the main carer.  Most 
(46%) were caring for one person but this extends to three or more for over a quarter 
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(26%) of these young people.  Although over three-quarters (77%) reported being in 
education, this leaves 23% ‘not doing anything at the moment’ and it is important to 
note that the vast majority (88%) of those disengaged from education in this way 
were under 14 years of age.  In addition, 72 % of those aged 11 – 13 years have 
been caring for 3 years or more meaning that their role began while they were still in 
primary school.         
 
Asked about their caring role, the general areas most frequently reported by young 
carers as those on which they spent ‘a lot of the time’ were as follows: 
 
 Cleaning their own bedrooms   91% 
Washing dishes     59% 
Keeping an eye out to ensure safety  45% 
Cleaning other rooms    44% 
 Keeping company     41% 
 Taking the person cared for out and about 18%  
 
Other tasks on which they spent ‘at least some of the time’ included the following: 
 
 Taking responsibility for shopping for food 79% 
Looking after siblings with an adult nearby 74% 
 Looking after siblings alone   68% 
 Help with paying bills, collecting benefits  29% 
 
Gender had little association with the type of tasks carried out but the age of young 
carers appeared to influence the areas of responsibility which they carried ‘a lot of 
the time’.  Two areas where those over 14 years reported ‘doing a lot’ were help with 
decorating and paying bills and money matters.  Those aged 11 – 13 years were the 
most heavily committed young carers who rarely indicated that they were ‘never’ 
involved in a task that was suggested in the questionnaire.  They reported spending 
‘a lot of the time’ keeping the person they cared for company (60%) and keeping an 
eye out to ensure safety (64%).  Young carers in this age group were also more 
likely to be involved in personal care tasks ‘at least some of the time’ such as helping 
the person cared for to dress or undress (50%);  have a wash (56%);  or take a bath 
(44%).  In total 38% of those looking after their mothers reported helping with these 
personal tasks. 
 
4.7.3 The Positive and Negative Outcomes of Caring (PANOC-YC20)8 
Research has shown that caring may have a range of negative effects but where 
there are other positive relationships and supports, increased resilience may also 
emerge bringing personal growth, confidence and maturity so that in this study, 
participants were invited to complete the PANOC-YC20 questionnaire in order to 
capture both aspects of their experiences (Joseph et al, 2009).   A very high 
proportion (98%) of young carers completed the PANOC-YC20 questionnaire 
anonymously at the beginning of each of the activity days.   
 
                                            
8
 Details of PANOC-YC20 available at http://static.carers.org/files/2248-yc-outcomes-manual-sb-
4047.pdf 
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The questionnaire comprises two 10 item sub-scales – one measuring positive 
outcomes and one measuring negative outcomes.  Respondents may choose from a 
three-point rating scale: 
 
‘Never’   – scored 0      
‘Some of the time’  – scored 1      
‘A lot of the time’  – scored 2 
 
Scores on both the sub-scales have a potential range of 0 – 20 points with higher 
scores indicating greater positive or negative outcomes respectively.  For the 
positive items, a score of 12 or below indicates relatively few positive outcomes, 
giving rise to potential concerns.  For the negative items, a score between 9 and 20 
indicates a relatively high proportion of negative outcomes, giving rise to potential 
concerns. 
 
In this sample, 27% of young carers reported relatively few positive outcomes and 
53% reported relatively high negative outcomes, each of which is sufficient to trigger 
a potential concern.    Both gender and age appear to be associated with poor 
outcomes in this group as shown in Table 20. 
 
Table 20: PANOC outcomes by gender and age 
 
 
Low Positive 
Outcomes  
High Negative 
Outcomes 
  Male Female Male Female 
Gender  22% 78% 30% 70% 
Age 11 – 12 years 20% 22% 8% 7% 
 13 – 15 years 60% 67% 75% 68% 
 16+ years 20% 11% 17% 25% 
 
The majority of those with outcomes giving cause for concern in relation to poor 
positive and poor negative outcomes were female (78% & 70% respectively).  This 
finding reflects very clearly the gender differences found in the stress responses of 
adult carers set out earlier in this report (Section 4.2.4).  In addition, those young 
carers aged 13 – 15 years appear to be particularly at risk of poor outcomes.  Going 
a little further, those giving rise to most potential concern from the analysis of the 
PANOC-YC20 questionnaire are those individuals who score both relatively few 
positive outcomes and at the same time a relatively high number of negative 
outcomes.  This was the case for 8% or 1 in 12 of this group of young people as 
described in Table 21. 
 
Table 21: PANOC High risk outcomes - poor positive and negative outcomes  
 
 
Both Low Positive &  
High Negative Outcomes 
  Male Female 
Gender  0% 100% 
Age 
11 – 12 years - 14% 
13 – 15 years - 72% 
16+ years - 14% 
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Again, these findings reflect closely the picture of adult carers where a similar 
proportion of generally female carers reported ‘high’ levels of stress but for young 
people experiencing such levels of strain during the formative years of adolescence 
when they have less experience, outside resources and coping strategies on which 
to call, the picture is rather more worrying and there is scope for further work with 
these groups to help build resilience (Daniel & Wassell, 2002). 
 
However, looking closer at some of the positive responses to each item of the 
PANOC-YC20, the majority (59%) of young carers reported that they found things to 
like about themselves a lot of the time.  Over half considered that they were doing 
something good, because they were helping and most felt that caring brought them 
closer to their family (59%).   Nearly half (49%) considered that they were learning 
useful things and 55% felt that their experiences as a carer made them better able to 
cope with life’s problems ‘a lot of the time’.   
 
But there were negative aspects of their caring and nearly half (41%) often felt 
stressed and 78% felt that they couldn’t cope with the demands made of them at 
least ‘some of the time’.  The majority reported sometimes feeling sad (71%) and 
lonely (75%) leading a quarter (26%) to feel like running away.  Nearly one-third 
(30%) reported that they frequently had to do upsetting things and it has already 
been noted that for some 11-13 year olds, helping with the personal care – dressing, 
washing and bathing – of their mothers was a frequent task.  A lot of the time, they 
couldn’t stop thinking about the things they had to do (37%) and many (31%) 
reported that they frequently had trouble staying awake.  It has already been noted 
that about this proportion (23%) were not participating in full-time school at the time 
that the questionnaires were completed.   
 
The PANOC-YC20 has provided a picture of a group of young carers in this sample 
who appear to have stressful lives, are struggling with a number of competing 
demands on their personal physical and mental resources and for whom negative 
impacts outweigh the positives by a ratio of more than 2:1.  The self-reported unmet 
needs of this sample are considerable. 
 
4.7.4 The activity day entry & exit cards 
The high level of engagement with the general evaluation questionnaires was 
repeated with the entry and exit cards to each zone as shown in Table 22. 
 
Table 22: Evaluation Zone Entry & Exit Cards Response Rates 
Zone Activity Entry Card 
Responses 
Exit Card 
Responses 
Zone 1 Health lifestyle and food 98% 83% 
Zone 2 Bullying / self esteem 90% 82% 
Zone 3 Relaxation and stress control 91% 92% 
Zone 4 Diagnoses, medications & information 69% 66% 
Zone 5 Leisure activities and accessing funding 96% 88% 
Zone 6 Addictions; drugs, alcohol, smoking & caffeine 92% 83% 
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From an analysis of the entry card responses the areas in which most young carers 
indicated either a little or no knowledge at all, in rank order, were as follows: 
 Zone 3 Stress and relaxation   84%  
 Zone 5 Leisure and accessing funding 75% 
 Zone 2 Bullying and self-esteem  75% 
 
The zones in which most young carers reported at the end of the session that their 
experience had been ‘excellent’, again in rank order, were as follows: 
 Zone 1 Healthy lifestyle and food  59% 
 Zone 2 Bullying and self-esteem  55% 
 Zone 6 Addictions, drugs and alcohol 49% 
 Zone 4 Diagnosis & medications  49% 
 
The zones in which most participants reported a substantial increase in their 
knowledge on exit from the activity session were as follows: 
 Zone 4 Diagnosis & medications  82% 
 Zone 5 Leisure and accessing funding 77% 
 Zone 6 Addictions, drugs and alcohol 76% 
 
Asked to consider the helpfulness of what they had learned and how useful anything 
new would be to them in the future, most participants gave the top rating from a four-
point scale - ‘very helpful’ – to the following three zones: 
 Zone 6 Addictions, drugs and alcohol 49% 
 Zone 5 Leisure and accessing funding 49% 
 Zone 4 Diagnosis & medications  47% 
 
Comparing the two venues and their different content and styles of delivery is 
informative.  The zones awarded the top three scores against each of the domains 
measured: quality of experience; increased knowledge; and most help in the future 
are set out in rank order in Table 23.  
  
Table 23: Summary of venues & ‘top rated’ zones 
 
 
Domain measured 
 
 
Venue 
 
 
Zone 
Participants 
Choosing 
Highest Rating 
% 
Quality of experience Newton Abbot Zone 5: Leisure 92% 
Exeter Zone 2: Bullying 83% 
Exeter Zone 1: Healthy lifestyle 76% 
Increased knowledge Exeter Zone 5: Leisure 92% 
Newton Abbot Zone 4: Diagnoses 90% 
Exeter Zone 6: Addictions 79% 
Usefulness & future 
help 
Exeter Zone 5: Leisure 53% 
Exeter Zone 6: Addictions 52% 
Newton Abbot Zone 4: Diagnosis 50% 
 
Because there are many variables, not least that the sample populations attending at 
each venue are different, the results above need to be treated with caution.  
However, it is interesting to note that a high quality of experience rating was clearly 
related to those zones which actively engaged young people in taking part, 
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contributing to the session and producing an end product.  This was certainly the 
case with the hat-making (Zone 5) at Newton Abbot and the healthy lifestyle (Zone 1) 
at Exeter had included making ‘smoothies’ as part of the discussion of healthy food 
values.  The bullying zone (Zone 2) at Exeter had been delivered by a youth drama 
group and involved a bullying scenario in which members of the group themselves 
took part. 
 
The zones which have attracted the largest proportion of high scores in relation to 
increased knowledge and helpfulness for future situations appear to be those which 
were more didactic in style but offered young carers face-to-face contact with 
‘experts’ in a particular area which they considered had particular relevance to their 
role.  So the Leisure zone in Exeter (Zone 5) had provided a practical opportunity on 
the day to register on-line for access to various activities and funding streams such 
as Duke of Edinburgh Awards, the Education Department’s ‘Don’t Stop Me Now’ 
grants etc.  The Diagnoses zone (Zone 4) at Newton Abbot was facilitated by a 
doctor and a pharmacist together which provided the opportunity for young carers to 
ask questions and receive professional advice, in a comfortable and informal setting, 
about not only their own conditions but also importantly about those for whom they 
cared.   The lack of information about the conditions of the people they care for had 
been highlighted in the consultation meeting as an area causing much uncertainty 
and anxiety for a number of young carers.  Similarly, the Addictions zone (Zone 6) at 
Exeter had been delivered by a specialist drugs worker who was in the best position 
to deliver high-quality information and also respond to individual queries. 
 
One area which did not work well on either occasion was relaxation and dealing with 
stress.  At Exeter, a cognitive behavioural therapist offered a session based on 
developing positive thinking as a coping strategy and at Newton Abbot a ‘taster 
session’ was delivered by a Tai Chi practitioner.  At the start of the zone, 84% said 
they knew little or nothing but only 14% rated this zone as excellent although just 
over half (57%) did acknowledge that their knowledge had increased.  Only 21% felt 
the information gained would be ‘very useful’ to them. 
 
There was not one zone in which more than half of the young carers considered they 
already had good knowledge and this would support the inference above that access 
to good quality information and advice was one of the main benefits of the activity 
day for most young carers.  In terms of meeting the highest needs identified by 
young carers themselves at the beginning of each zone – taking average scores 
across both events - the areas where they reported least knowledge were (1) 
bullying/self-esteem; (2) leisure/access to funding; and (3) healthy lifestyle/food.   
 
In relation to bullying, 75% of participants reported little or no knowledge.  Following 
the session, 55% rated their experience as excellent; 69% considered that their 
knowledge had increased and 45% felt what they had learned would be ‘very helpful’ 
to them in the future, as illustrated by the following extracts: 
 
 
 
  
 
 
 
 
‘I learnt how to feel better about myself’                                   (NA) 
‘Don’t worry what people think – don’t put yourself down’    (NA) 
 ‘That if you’re getting bullied, you’re not the only one’           (EX) 
 ‘That there’s people out there to help so don’t bottle it up’    (EX) 
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In relation to exploring leisure activities and getting access to funding, 75% of 
participants knew a little or nothing at the start of this zone.  47% rated their 
experience as excellent and 77% reported that they had increased their knowledge 
in an area that nearly half (49%) felt would be ‘very useful’ to them.  Some 
participants commented on their learning as follows: 
 
 
 
 
 
 
 
 
 
 
There was a lot of interest in healthy food and given the high profile in the media 
generally about the importance of fruit or vegetables each day, it was somewhat 
surprising that 64% of the young carers at both events reported that they had either 
little or no knowledge in this area.  After the activity, 59% rated their experience as 
excellent; 71% felt that their knowledge had increased and 43% felt that what they 
had learned would be ‘very useful’ to them.  Some young carers commented as 
follows: 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 ‘To have fun in your spare time’                                                         (NA) 
 ‘That there’s a lot of activities I may be able to take part in’        (NA) 
 ‘I learned about funding and Duke of Edinburgh and ‘don’t stop me 
 now’ grants’                                                                                             (EX) 
 ‘That I can get a break from my caring – joining flexible breaks’   (EX) 
 
 
 ‘I’ve learned about breakfast’                                            (EX) 
‘That I should eat my 5 a day or more and  
that I should do an hour a day of exercise’       (EX) 
 ‘To reduce my salt level’                                                      (EX 
 ‘My diet is actually quite good’                                        (NA) 
 ‘That it’s not expensive to be healthy’                             (NA) 
 ‘That you need all varieties of food groups’                   (NA) 
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5.0 CONCLUSIONS AND RECOMMENDATIONS  
 
Conclusions and recommendations are set out in relation to each of the three main 
work streams in the following sequence: 
 
5.1   BME carers 
5.2  Young carers 
5.3  Adult carers including working carers 
 
 
5.1 BME Carers 
 
It is clear from the focus group discussions that Hikmat made a considerable 
contribution to the engagement of carers from BME communities in the H&WB 
checks programme.  This section of the report draws together the key achievements 
with recommendations for the further development, improvement and sustainability 
of a H&WB check based on a self-care model, to meet the needs of BME 
communities in Devon.  All those who participated in the focus groups valued the 
opportunity to undertake a specific carers’ health check on an annual basis 
underpinned by the facilitation and co-ordination of the programme by Hikmat as a 
trusted and familiar community project.  There are three recommendations for the 
development of a sustainable service to meet the needs of BME carers in Devon. 
 
 
The evaluation has highlighted that activity linked to familiar community settings is an 
almost essential pre-requisite to encourage BME carers to put themselves forward to 
participate in the promotion of their own health and well-being.  Social and emotional 
support both before and after the consultation is a key element in consolidating the 
commitment of BME carers to undertake a H&WB check. 
 
 
 
 
 
 
 
 
 
BME carers have identified a range of specific needs in terms of information and the 
relationships established with project support workers in their communities puts 
these workers in the best position to act as a knowledgeable and trusted conduit to 
address the gaps in accessibility to services that have been identified. 
 
 
 
 
 
 
Recommendation 1 
To continue to deliver a health check, based on the self-help model in 
community settings which promote the confidence and trust needed to 
stimulate carers’ interest and active participation in promoting and protecting 
their own health. 
 
Recommendation 2 
To develop the role and remit of a project support worker as a named ‘carer 
champion’ linked to known community centres, to act as a central contact 
point for signposting, information and advice.   
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The evaluation has highlighted the need for a regular health check for BME carers 
delivered outside their GP practice to provide reassurance about their general 
health. 
 
 
 
 
 
 
 
 
5.2 Young Carers 
 
From the enthusiasm with which young carers were observed to engage with most 
sessions and from the exceptionally high number of responses to the evaluation 
questionnaires, the activity days were clearly an enjoyable and worthwhile 
experience and there are three recommendations from the evaluation study. 
 
 
The framework for an activity day developed by young carers themselves worked 
well.  The events provided opportunities to combine enjoyment and meeting other 
young carers in similar positions.  Each zone provided plenty of opportunities to find 
some emotional support through airing and sharing their feelings.   The low levels of 
knowledge reported as they entered each zone suggests that information is either 
not available or is not reaching these young carers in quite the way that is needed.  
Although there is a vast amount of written and electronic information from an array of 
organisations, the H&WB activity days offered young carers the opportunity to 
discuss, to ask questions and get answers from specialists.  This appeared to be 
especially so with those who had expert knowledge about access to funding for 
activities and breaks and more obviously with the GP, pharmacist and drugs worker 
all of whom were available to the young carers almost uniquely in a relaxed and 
informal setting which encouraged open questioning and dialogue.   
 
 
 
 
 
 
 
 
 
 
 
The evaluation has highlighted the high level of caring carried out, particularly by 
young people at the threshold of adolescence and those making the transition from 
primary to secondary school with its attendant loss of familiar peers and adults as 
sources of support.  The outcomes from the H&WB activity day may be a helpful 
catalyst to trigger multi-agency teams in health, social care and education to target 
this age group   Given the proportion of young carers in this sample (aged under 14 
years) who were not in school, the H&WB activity day has highlighted another area 
Recommendation 4 
To explore different ways in which young carers can pursue more frequent 
and informal contact with a range of specialists and health professionals in 
sessions which can be led by the young carers’ concerns so that information 
is available at the time it is needed both in relation to their own health but 
importantly in relation to the condition, diagnosis and prognosis of those they 
are caring for. 
 
Recommendation 3 
To build on the existing third sector organisation partnership with St. John 
Ambulance to meet the needs identified by BME carers for a ‘basic body 
check’ on an annual basis.   
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of concern for the future well-being of these young people and their ability to reach 
their full potential which may require a multi-agency response 
 
 
 
 
 
 
 
 
 
 
Lastly, the evaluation has highlighted that most stress is likely to be experienced by 
young carers aged 13 – 15 years.  These adolescent years present a challenge for 
many young people and gaining independence from parents is a normal part of 
development in this life stage (Erikson, 1963).  This can be more problematic for 
those drawn back to family by caring responsibilities.  Peer group acceptance is a 
key support during what is often a turbulent time.  The H&WB activity days provided 
an opportunity to lessen the isolation reported by these young carers and to develop 
more enduring networks with peers in similar positions. 
 
 
 
 
 
 
 
 
 
 
 
 
5.3 Adult Carers 
 
The evaluation has shown that the vast majority of carers have enjoyed and valued 
the opportunity to receive an extended consultation, offering them time to talk and 
consider their own health alongside important related issues in their personal, social 
and emotional well-being.  Five recommendations relating to adult carers have 
emerged from the study.   
 
 
The self-help model on which the programme was based has much to recommend it 
and the booklet ‘Getting the most out of your health & well-being check’ was very 
well-received.   Amendments and future development suggested throughout the 
course of the evaluation include: 
 Revising the content of the booklet with particular reference to questions 
about alcohol, smoking and personal plans. 
 Using the booklet in a less structured way so that it provides triggers for carer-
led discussion rather than a ‘tick box’ questionnaire. 
Recommendation 5 
To consider ways to target young carers aged 11 – 13 years to ensure that 
their roles and tasks are appropriate and that alongside caring they are 
supported to continue in education to enable them to achieve their full 
potential. 
 
Recommendation 6 
To find ways in which to consolidate and extend the individual contacts and 
networks made during the H&WB activity days not only through existing 
young carers’ projects but also using e-mail, text and the internet to offer a 
choice of communication routes for information sharing and to build a social 
resource capable of reaching those who may live in more rural, isolated or 
disadvantaged settings. 
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 Consider adapting the presentation to a loose-leaf format which can be 
updated as frequently as necessary 
 Consider the tailoring of the contents to more specific ‘types’ of carers such as 
parent carers; older carers; or related to care recipient conditions such as 
mental health problems and Alzheimer’s disease. 
 
 
 
 
 
 
 
Given that carers are unlikely to come forward readily to identify themselves, a 
personal invitation from the practice to each carer as part of a co-ordinated 
programme to increase registrations is more likely to be successful than reliance on 
carer self-identification alone.  Registration in the programme has been maximized 
where GP practices have taken a deliberately proactive stance to identification and 
have: 
 Drawn on regular clinic attendance lists where it is known that carers’ are 
frequently to be found such as heart disease, respiratory and mobility 
impairments and in public health clinics such as ‘flu immunisations 
 Interrogated the practice list in relation to the common characteristics of the most 
committed carers:  
o Female carers aged 25 – 64 years 
o Male carers 75+ years 
 Searched lists and prescribing records to locate those likely to be in receipt of 
care with a particular focus on specific conditions to ascertain the likelihood of 
involvement of an informal family carer by considering those with: 
o Mental health problems 
o Dementia including Alzheimer’s disease 
o Learning disabilities 
 Explored data in relation to admissions to hospital both for planned procedures 
and in emergency circumstances to highlight both care recipients and by 
imputation their carers. 
For the future practices should consider 
 Developing robust READ coding systems that are accessible for use by as wide a 
group of practice staff as possible, to include a link between carer and cared for 
whenever appropriate.  Arrangements to meet data protection and confidentiality 
requirements will need to be discussed with teams and put in place in 
consultation with carers and care recipients. 
 
 
 
 
 
 
 
 
The evaluation has highlighted some of the particular personal attributes that are key 
elements in the delivery of an extended, in-depth discussion of both health and well-
Recommendation 7 
To continue to offer H&WB checks to support informal family care-givers to 
take control in the promotion and protection of their own health. 
Recommendation 8 
To continue to base H&WB checks in GP practices, taking a proactive stance 
to increasing the identification and registration of carers, through robust READ 
coding including links between carer and cared for wherever possible. 
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being issues with carers.   Carers emphasised empathy, listening, reliability, 
trustworthiness and knowledge of local facilities as well as professionalism in their 
‘person specification’ for the person delivering the H&WB check.  For the future it will 
be important to: 
 select those staff who have the personal qualities and interests necessary to 
develop trusting and empathetic relationships with carers; 
 ensure a high level of emotional resilience with which to counter some of the 
personal impacts of the hour-long consultation 
 develop the necessary skill mix through a specific professional development 
pathway so that leading ‘carer interests’ becomes a recognised ‘specialism’ 
within a practice team 
 continue to build a practice-based ‘information bank’ to enable signposting to 
meet the goals identified with carers as part of each H&WB check in one of four 
ways: 
o To relieve the pressure of caring through appropriate support services and 
groups 
o To assist with practical tasks such as aids and adaptations 
o To provide respite away from caring through sitting services, day or 
temporary residential care 
o To help carers get more from the care system through information and 
advice for example from Care Direct, Devon Carers’ Link, condition-
specific internet resources. 
 
 
 
 
 
 
 
Carers highlighted the need for on-going support particularly where their goals 
included more long-term lifestyle changes.  At the same time, staff acknowledged 
that the pilot programme had allowed little time for follow-up or feedback either of 
carers themselves or from the services to which they had been signposted or 
referred.  For the future, systems need to be developed to: 
 seek feedback and specifically gather the views of carers about their experiences 
of the services they have received; 
 track H&WB check outcomes to develop a follow-up and feedback loop so that 
carers can continue to feel supported after the consultation and staff are informed 
about progress and the suitability and effectiveness of the services to which they 
have signposted or referred carers. 
 
 
 
 
 
 
 
 
For delivery staff, the needs of carers revealed in consultations did not lay entirely 
within health boundaries.  Indeed many goals lay in the ‘grey area’ in which health 
Recommendation 9 
To develop the skills and competencies of staff so that they are professionally 
prepared and confident to deliver a service led by carers in each consultation. 
Recommendation 10 
To consider improvements in the way in which carers are consulted and 
involved in feedback and to develop systems to track H&WB check outcomes 
and goals. 
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and social care overlap so that delivery staff were almost immediately challenged to 
extend their consultation skills, professional networks, local knowledge and expertise 
beyond their current comfort zone.  At the same time, all practices recognised the 
need for a ‘whole team’ approach to developing a H&WB check service beyond the 
initial pilot programme but it would appear that management arrangements are at an 
early stage of development.  For future sustainability practices might like to consider 
the appointment of: 
 a clerical/administrative champion to improve the use of IT and most particularly 
READ coding to identify, record, track and report on the progress and/or changes 
for carers; 
 a GP lead to improve the recognition of carers in each clinical consultation 
lending validation to the roles they carry out as ‘expert partners’ in the care 
process; 
 professional lead at  the front line to deliver the checks and report back to the 
other champions on the ‘carer team’; 
 ‘a person to undertake clinical supervision and de-briefing for those who deliver 
the H&WB check to support them in dealing with the personal impact of a 
detailed and often emotional consultation with carers. 
 
In this way, a communication pathway can be established both within and across 
staff groups within the practice, offering support to each other as well as direction 
and leadership to other practice members so that carers’ issues become a routine 
part of team feedback and practice meeting agendas. 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Recommendation 11 
To develop person specifications for lead roles as ‘carer champions’ 
alongside more integrated management arrangements so that a wider ‘whole 
team approach’ for the delivery of a H&WB check service becomes 
embedded in GP practices. 
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6.0  LIMITATIONS 
 
This is a small empirical study being undertaken in a group of self-identified 
providers drawn from GP practices, pharmacies and one community group.   
 
6.1 Assumptions 
A number of assumptions have been made: 
 
(i) that the sites and participants comprise a representative sample of the whole 
population;  
(ii) that all surgeries will achieve identification and registration of carers 
equivalent to 2% of list size 
 
6.2 Limitations 
There are limitations when seeking to generalise any findings to a wider population: 
 
(i) Sample size is very small 
(ii) Participants have identified themselves and may be introducing bias because 
they possess particular characteristics as people who put themselves forward 
rather than reflecting the differences across the whole population, including 
those who do not choose to come forward.   
(iii) Low response rate means that even though 2427 packs were sent out, the 
number of responses (723) may be too small to be broken down into sub-
groups and subjected to meaningful statistical analyses in some instances.   
 
6.3 Mitigation 
Having acknowledged the assumptions made and the limitations imposed by a small, 
self-selected study sample, we are encouraged to find congruence of our sample 
internally with the total population of registered carers at all provider sites (See 
Comparison Table 3, p.21), across a number of important characteristics which 
provides confidence that the study has not identified an aberrant group.   
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8.0  APPENDICES 
 
 
NHS DEVON CARER HEALTH AND WELLBEING CHECKS 
CHECK DESCRIPTION 
 
The Devon health and wellbeing check is a “broad spectrum screening framework” designed 
for adult carers.  It was developed with input from carers and clinical experts using: 
 
 Clinically validated screening tools, for example for depression and alcohol misuse 
where appropriate; 
 
 Material from Carers UK and other carer sources on concerns for carers such as the 
demands of the caring role itself; 
 
 DH guidance on the Carer Assessment, which it incorporates; 
 
 The NHS vascular health check, and other measures for risk factors such as obesity 
where the vascular check is not indicated; 
 
 Public health priority concerns for healthy eating, exercise and smoking; 
 
 Aspects of home warmth and safety; 
 
 A check that the carer has not ignored routine screening (e.g. cervical screening, 
mammogram), and is attending for dental checks, eye examinations and any other 
clinics which they should attend. 
 
Carers are encouraged to express their own concerns and worries.  It is designed on a self 
care model. As the provision of the check is based on the assumption that carers often 
neglect their own health, the methodology of the check promotes self care, hoping to 
encourage this as a habit, and works with the carer to plan how to overcome barriers to the 
steps they decide to take to protect their health. However, staff are briefed that if a carer is 
caring for 30 hours or more, or shows signs of stress, or for some other reason they feel the 
carers may not follow up on signposting done as a result of the check, they should make 
referrals rather than simply signposting where this would otherwise be appropriate. 
 
The check design aims to put power and control into the hands of carers before and during 
the consultation. The check itself is incorporated into a colourful booklet. The protocol for 
the check requires that this is given to the carer when the check appointment is booked, 
ideally a week in advance of the check, and the accompanying letter encourages the carer to 
read it, think about it, and if possible fill it in before the appointment, or at least decide on 
which areas they would like the appointment to focus. 
 
In order to be as confident as possible that the carer will be able to undertake any actions 
arising from the check, carer and check provider are encouraged to use SMART planning; for 
example it is unlikely that the carer will be able to take a walk or simply more time to 
APPENDIX  A 
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themselves if there are unaddressed substitute care issues. This approach was also adopted 
as consistent with public health approaches, and likely to help the carer take the first step in 
whatever programme they have determined with their check provider will be likely to help 
them. 
For the providers, a comprehensive care pathway has been written to give easy access to 
services especially those with which they may be less familiar. A list of general information 
leaflets likely to be needed by carers undertaking the check is also provided. 
 
The check was designed to be able to be conducted by staff at or above the level of Health 
Care Assistant, which level had been pre-determined by the commissioning lead. 
 
 
Sue Younger-Ross 
23/9/10 
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STATISTICAL SIGNIFICANCE TESTS 
 
Statistical significance 
A statistically significant finding is one that is determined (statistically) to be very 
unlikely to have happened by chance alone.  It is important to note that in statistical 
terms, significant does not necessarily mean important9. 
 
p – Probability 
If it is calculated that there is a less than one in twenty chance (.05 or 5%) that the 
observed relationship could have happened by chance, the findings are designated 
as significant; if there is less than a one in one hundred chance (.01 or 1%), they are 
designated as highly significant10.  A ‘p’ value indicates how likely the finding is to be 
‘untrue’ or caused by chance events.  A ‘p’ value of .05 means that the finding has a 
5 out of 100 or 5% chance of not being true.  From the study data, p=0.0001 found in 
the relationship between emotional turbulence and caring for someone with 
Alzheimer’s disease indicates that there is a 1 in 10,000 chance that the finding is 
‘untrue’ or caused by chance.   There is a written convention that ‘p’ is always 
expressed in italics11. 
 
χ2  - Chi square 
A chi-square analysis, if statistically significant, indicates that overall there is a 
relationship between two variables which is unlikely to be explained by chance. 
 
df – Degrees of Freedom 
In a contingency table like the one below comparing carers’ gender and the number 
of years in their caring role, the degree of freedom is a number always one less than 
the number of categories in the longest row or column.  In this example, the degrees 
of freedom would be the number of rows, 5 minus 1, df=4 
 
Length of time 
in caring role 
Female Male Total 
0 – 1 years 15 18 33 
2 - 5 years 34 30 64 
6 - 9 years 15 20 35 
10 -20 years 22 17 39 
20+ years 13 10 23 
TOTALS   194 
 
It is necessary to know the degrees of freedom in order to look up the statistical 
significance of the value of chi-square in statistical tables.12 
 
N or n – Number of cases 
This is simply the total number of items in the sample under consideration.  In the 
example above N=194 
                                            
9
 http://www.surveysystem.com/signif.htm 
10
 http://faculty.quinnipiac.edu/libarts/polsci/Statistics.htm 
11
 Robson, C., (2002) Real World Research, Oxford, Blackwell Publishing 
12
 Witte, R.S., & Witte, J.S., (2001) Statistics, Fort Worth, Harcourt College Publishers 
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V – Cramer’s V 
A chi-square test can be used to indicate that there is a significant relationship 
between variables but it does not specify the strength of the relationship nor how 
important it is.  Cramer’s V is a post-test to give this additional information.  Cramer’s 
V varies between 0 and 1.  Close to 0 shows little association between variables and 
close to 1 indicates a strong association.  As a ‘rule of thumb’, the following 
estimates for interpreting strengths of association have been used13: 
 
.01 - .05 No or negligible relationship 
.06 - .10 Weak relationship 
.11 - .15 Moderate relationships 
.15 - .25 Strong relationship 
.26 +  Very strong relationship 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
                                            
13 http://changingminds.org/explanations/research/analysis/cramers_v.htm 
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